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THIS REPORT DESCRIBES A STUDY OF PROFESSIONAL— CLIENT 
RELATIONSHIPS IN THE REHABILITATION OF THE PHYSICALLY 
HANDICAPPED. THE PURPOSES WERE--(l) TO INVESTIGATE VIEWS HELD 
BY PROFESSIONALS AND CLIENTS ABOUT ‘CRITICAL SITUATIONS" 
STEMMING FROM A CLIENT'S DISABILITY, (2) TO DETERMINE 
CONDITIONS UNDERLYING THESE VIEWS, AND (3) TO PROVIDE HELPFUL 
INFORMATION FOR THE TRAINING OF STUDENTS CONNECTED WITH 
REHABILITATION. TAKING PART IN THE STUDY WERE THREE GROUPS OF 
SUBJECTS, MOST OF WHOM HAD SPENT TIME IN OTHER INSTITUTIONS. 
THEY INCLUDED — (1) 20 ADULT PATIENTS IN A REHABILITATION 
HOSPITAL, (2) 20 PROFESSIONAL STAFF MEMBERS, AND (3) 20 
STUDENTS IN TRAINING FOR VARIOUS HELPING PROFESSIONS. THE 
SUBJECTS WERE ASKED FOR INFORMATION THROUGH EXPERIMENTAL 
INTERVIEWS AND WERE GIVEN INFORMATION TO MAKE A DIALOGUE 
POSSIBLE BETWEEN THEM AND THE EXPERIMENTER. THE DATA WAS 
ANALYZED WITH EMPHASIS ON ITS QUALITATIVE ASPECTS. THE STUDY 
LED TO THE FOLLOWING CONCLUSIONS— (1) SOME SITUATIONS CAN 
BRING ABOUT DIFFICULTY IN THE RELATIONSHIP BETWEEN 
PROFESSIONAL AND CLIENT, (2) THESE DIFFICULTIES CALL FOR 
CAUTION IN HANDLING, NOT THE ELIMINATION OF DIFFERENCES, AND 
(3) SOME DIFFERENCES IN VIEWPOINT BETWEEN PROFESSIONAL AND 
CLIENT CAN BE CONSTRUCTIVE. (RD) 
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FOREWORD 



This report of work done under a planning grant for a 
study of professional-client relationships in the area of 
rehabilitation, is designed to accompany a forthcoming pro- 
posal for a full-scale study. It begins wiih a very brief 
resume of purpose and procedures. The presentation was made 
as non-technical as possible in the hope that it will be read 
by professionals with very different backgrounds. 

I wish to thank Dr* Tamara Dembo and Dr* Beatrice Wright, 
who generously donated their services as consultants in order 
to promote research in the area of professional-client rela- 
tionships. 

Schwab Rehabilitation Hospital, staff and patients, 
whole-heartedly co-operated in the undertaking. It should be 
noted that most of those who served as subjects had spent 
time, as patients or professionals, in other institutions, so 
nothing said can be construed as a reflection upon the insti- 
tution which was the setting of the study. 



Gloria Leviton 
October, 1967 
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CHAPTER I 



Purpose and I^ocedure 



Purpose 

The purpose of this pilot study was to investigate con- 
flicting views, as well as agreement in views, between profes- 
sionals and clients about critical situations stemming from a 
client's disability, and to determine conditions underlying these 
views. The investigation, in addition, had the practical aim of 
providing Information which might be helpful in training students 
of various professions contributing to rehabilitation. 

Meaning of the term "critical situation* * 

We call those situations "critical** in which: 

1. An important problem concerning the client faces the client 
and/or the professlpnal.; . (For example, it may be hazardous for a 
cardiac patient to continue in his present occupation.) 

.2.. Alternative, and defensible solutions to the problem are 
possible. (In the above example: There may be reasons for choos- 

ing to take the risk of continuing in the same job, or, instead, 
**playing safe** may be preferred. > 

3. Conflict occurs between professional and client because 
they choose different alternatives, or in the Indlyidual, because 
a decision between the two alternatives is difficult. 

It fpllows from the meaning of critical situations given 
above that not all difficulties between professionals and clients 
constitute critical situations. For example, if a nurse openly 
shows her disgust to a stroke patient who has lost bbwel control, 
this may negatively affect their relationship. This is not a ’ 
critical situation because the behavior of the nurse is not de- 
fenslble, in the sense that some professionals would recommend 
and even argue for this kind of behavior. 

Critical situation is a concept of the investigator, arrived 
at by juxtaposition of the recommendations of several clients and 
professionals. A particular pair may share the same viewpoint and 
thus no conflict would exist between them. A given individual may 
find one alternative so unacceptable that it is immediately dis- 
carded and so no conflict exists in that pex^son. Conflict, then, 
is not a necessary part of every instance of a situation usually 
regarded as critical, but it is an integral part of the concept. 
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Approach In the planning period 



In approaching these problems a planning period was judged 
to be necessary: firsty to try out methods of investigation and 

analysis; second, to determine a number of areas in which crit- 
ical situations can arise and which of these seem most fruitful 
for further study; third, to seek testable hypotheses by ex- 
ploring particular critical situations qualitatively, especially 
as regards : 

a« Differences in views between professional and clients 
regarding recommended solutions* 

b* Determinants underlying choices (for example, what 
specific values or needs, what beliefs or items of knowledge are 
Invoked as supporting reasons for choice of alternatives)* 

c* The kinds of conflict that can arise in the individual 
(professional or client)* 

d* Whether what is currently taught to students leads to 
resolution, leaves the conflict unresolved, or even exacerbates 
difficulties in the professional-client relationship* 

e* Possible ways of resolving differences between the 
partners, or ways of diminishing conflict in the individual* 

Methodology 

Subjects: In keeping with the purposes outlined above, 

three groups of subjects were chosen: 20 adult patients in a 

rehabilitation hospital, 20 professional staff members in the 
same setting, and 20 students in training for various helping 
professions* Descriptions of these subjects is given in Table I 
in the Appendix* It will be seen that, within the groups, di- 
versity was stressed rather thanhhomogeneity* This was seen as 
an asset in an exploratory investigation* 

Procedure: A special type of experimental interview was 

designed, and was modified during the pilot period* some special 
characteristics of this Interview should be noted* 

First, much attention was given to the way in which the 
problem under investigation was introduced to the subject* It 
was considered . desirable that he clearly understand the purpose 
of the research and the potential usefulness of his contribution* 
It was pointed out that only persons who face such situations are 
in a good position to supply the information needed* It was ex- 
plained that this was a planning year, and the subject was asked 
to be a co-investigator and to help in deciding which problems 
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require investigation. 

Secondly, the subject Vs position as a partner in the re- 
search was emphasized by beginning the interview with a topic 
which he, not the experimenter, chose as an important one* 
Throughout the interview, his leads were followed. Although the 
experimenter had an interview schedule as a guide so that particu- 
lar areas could be covered, the order and formulation of questions 
was changed, whenever necessary, to take account of what the sub- 
ject had said. 

The initial question on each topic was as general as possible 
to allow maximum room for the subject's own interpretation. Sub- 
sequent questions were more specific to insure that interviewer 
and subject understood each other clearly. There were many 
r follow-up questions concerning the meaning of words used by the 

subject, and many questions of the «why»* variety. It had been 
explained at the outset that not only his opinion of which course 
* to pursue, but also his reasons for choice were important. 

To insure a comfortable relation between experimenter and 
subject and to minimize the necessity for defensive guard^g, the 

experimenter gave information as well as soliciting , 

situation thus be came a dialogue between two persons with mutual 
concerns, not one putting the other ••on the spot**. For example, 
after hearing a subject's opinion, the experimenter might tell 
him what another person had said on the same topic* This had an 
additional advantage: acceptance or rejection of a different 

point of view gives clues to what might facilitate cha^r^ge or 
what resistances to change might exist. This will be importan 
for our long-run purposes. 

The way in which subjects were approached and sample 
interview questions, are given in Appendix II* 

In analyzing the data, emphasis was placed 
tative aspects because of an interest in the scope of meanings of 
each situation, rather than, in frequency of occurrence. Clarifi- 
cation of what may be desirable to quantify was seen as an im- 
portant preliminary step. 

The first task of analysis was to determine what ••topics of 
concern^^ were spontaneously mentioned by subjects, either in re- 
sponse to the first question inviting them to suggest problems 
i " worthy of investigation, or later in the interview* In Table II, 

(Appendix III) the list of these topics is given. Fot all are. 
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at pr6sent| soexi to be critical situations, and not all fell 
within the scope of the present study. (For example, inter- 
disciplinary problems concern the relationship of professionals 
with each other, not relationships of professionals with 
clients.) 

The critical situations chosen for intensive analysis were 
the following: 

1. Whether the professional should attempt to maintain an 
attitude of emotional neutrality toward his patients or, instead, 
become personally involved with them. 

2. Whether to take a hopeful or a realistic approach to the 
matter of giving information to patients regarding their present 
physical condition and prospects of improvement. 

3. Whether to stress independence with regard to physical 
tasks as much as possible, or whether (and under what circum- 
stances) to permit or even encourage dependence. 

4. Whether (or in what areas) control should be vested in 
the professional, orvirhether more opportunities for decision- 
making should be given to patients. 

5. Whether it is best always to ’’play safe” or whether, 
under some circumstances, one can justify letting the patient 
take some risks. 

6. Whether time and rehabilitation resources should be 
invested in patients who can be only slightly upgraded, or 
whether preference should be given to those who are most likely to 

profit therefrom. 

7. Whether a patient should return to his home after dis- 
charge from the hospital, whenever this is possible, or whether 
alternative placement should be sought. 

The further tasks of analysis — comparison of patients and 
professionals with respect to choice of alternatives and reasons 



*The determination of what is a critical situation and what 
the boundaries of the critical situation are, is itself a matter 
which requires analysis. As will be seen in Chapter V, the 
superficially very different problems concerning optional sur- 
gery and time of ”lights out” in hospitals, can both be seen as 
subsumed under the heading ’’control and decision-making.” 
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for choices - will be illustrated In the three succeeding chap^ 
ters.* 

We want to emphasize that the tables which follow are 
given primarily as a summary for the reader. The numbers 
therein are given only so that the reader can judge for himself 
the basis for the Investigator's statements. No claim is nuuie 
that measurement has been achieved or that the sample is repre* 
sentatlve. Also, since questions were not identical, calcula* 
tlons of significance of differences between groups is not 
warranted. The same characteristics of the intervie\7, dis- 
cussed above, which add greatly to our understanding of the 
situations and which are invaluable from the standpoint of 
generating hypotheses, preclude the use of sophisticated 
statistical techniques. Numbers so derived cannot be used as 
definitive evidence for or against the hypotheses. 

It will be noted that in spite of these reservations, 
recommendations have been given in the chapters which follow. 
The recommendations are, of course, tentative and themselves 
must be tested and clarified in later investigation. They 
are, for the most part, however, not dependent upon numii^ical 
results. They are a consequence of the qualitative study— the 
understanding of the meanings of the critical situation. The 
fact that a particular situation can bring about difficulty in 
the relationship between professional and client, even before 
we know how often this is likely to occur, led us to the belief 
that, even at this early date, it would be worthwhile to point 
out to professionals those problems which call for caution in 
handling. Caution in handling is what we think is called for^ 
not eliminating differences. We would not wish to imply that 
all differences in viewpoint between professional and client 
have negative effects. Some differences can be constructivq 



’*‘ln later reports we will discuss in detail: (a) The 

rationale for using everything a subject says on a topic in 
determining his over-all preference for one alternative, in- 
stead of his initial response which is least influenced by the 
experimenter, (b) The reliability of judgment of over-all 
preference, and reliability of categorization of reasons for 
choice. The chapters which follow are concerned with defini- 
tions of categories. Now that these have been defined, it will 
be a relatively simple matter to have two persons make inde- 
pendent judgments of the categories involved in each subject *s 
reasons for choices. The percent of agreement between the two 
judges can be calculated, (c) The handling of additional 
comments on the topic which are not reasons for choice. 
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and may be precisely what is needed to help a patient toward 
adjustment. (See, for example, the discussion in Chapter III 
of changing content of hopes.) 

■ t 

A final word about frequency: Even if only a few profes- 

sionals hold viewpoints which are unacceptable to clients, it 
must be remembered that every professional serves many clients 
thus multiplying the occasions of difficulty in relationships. 
Furthermore, if such a person were to teach or to assume a 
leading position in an institution, these viewpoints would be 
transmitted to others and perhaps would influence the whole 
atmosphere of the institution. 



CHAPTER 11 



Personal Involvement versus Emotional Neutrality 



Although not posed as a critical situation^ there are’ ref- 
erences to personal involvement and to emotional neutrality in 
the existing literature’*'. The fact that so many of our subjects 
spontaneously brought up the problem* also indicates that it is 
already known and is a matter of concern. The contribution of 
the present study lies in the juxtaposition of patient attitudes 
with professional views, and scrutiny of the many qualitatively 
different meanings which the topic has. Most important was the 
attempt to understand the reasons for choices, for this is a 
necessary step in any attempt to bring about whatever change 
might be required. 

The situation is one which faces the professional, not the 
client. Even though the problem may be a consequence of the 
handicapping condition, it is the professional who must decide 
whether to permit himself to become personally involved with 
his client or whether to maintain emotional neutrality. A 
physical therapist, for example, chooses the first alternative: 

Here you can be a patient’s friend as well 
as his therapist. 

A medical student prefers the second alternative: 

We’re not here to be friends particularly... 

It’s more important any time you’re going to treat 
a patient over a long time, to maintain — I don’t 
think aloofness is a good word— but maintain your 
position. 

The client has a point of view on this,, of course. He also 
makes recommendations about which alternative is the better 
course to follow. For example, this woman patient said: 

Sometimes you’ll meet a therapist that is very 
cordial, but most of them are so business-like, 
you know, because they just take it for a matter 
of fact — it’s a job and they’re doing it. It’s 
not like — well, you’ve got to have the attitude 
of meeting people and knowing them. ..and liking 



^See, for example, Kutner (8) and King (5). 
♦♦See Table II, Appendix III. 



to help them a little bit*.* They^re 
helping in their way but they don^t help 
them all ways*** It has to be a little 
bit more personal* You have to take the 
individual* 

The implication here is that the patient^s trouble is not 
limited to his disability, but spreads over into other areas 
of his life* Therefore, the expert should not be limited to 
giving of his specialized knowledge* His giving must also 
spread over the whole psychological relationship with his 
patient* 

Overfall Preference of Subject Groups 

The over-all preferences of the subject groups for involve- 
ment or emotional neutrality and the number whose preference is 
unclear is shown in Table III* As indicated by the discussion in 
Chapter I, only a limited significance is attached to the quanti- 
tative data* At the same time the numbers are not meaningless; 
Since no patients, at least in this group, advocate neutrality, 
and some professionals do, difficulties can arise if those who 
advocate neutrality have extensive contact with patients* 

A word about the »*Preference Unclear** column: The patients 

included here, for the most part, are those whose discussion of 
the topic indicated an attempt to understand the position of the 
professional* Therefore, they excuse the professional for not 
becoming more involved; thus: 

There are so many patients, you can’t 
expect a great deal* They do what they can* 

You really don’t expect anybody to become 
personal* 

This certainly is not the same as advocating neutrality* Hor does 
it appear to indicate conflict about this issue * 

The professionals who are included in the ’’unclear” cate- 
gory are often those whose conflict is so great that this made 
determination of preference difficult* Or they were students 
who dimly felt that some balance between the two alternatives 
was possible but who were puzzled as to how this could be 
achieved* For example: 

There’s definitely an emotional neutrality 
that you can attain but it’s very difficult, 

I feel* Sometimes we tend to be not enough*** 

I think most of us that are still students, 
being very keyed up over a situation, being 
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Table III 



Number of subjects who indicated over-all preference 
for personal involvement or for emotional neutrality, and 
the number whose preference is unclear. 



Subject- Pro- Pro- Preference 

Class involvement neutrality Unclear Total 



Clients 



13 



0 



4 17 



Professionals 



11 



5 



3 19 



Students 



9 



4 





Total Subjects 33 



9 



13 




*Three client subjects, one professional, and one student, 
were not questioned on this topic. 
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very emotional - and when we try not to be, 
people think, **Well, she isn’t at all; she 
doesn’t care”. And it takes a while to 
learn to be emotional and unemotional at 
the same time. 

It is the standpoint of the investigator that it would not take 
as long to learn to achieve the balance sought if students could 
be thoroughly acquainted with the patients’ viewpoint on this 
matter, and with reasons given by professionals in favor of a 
different viewpoint.* 

The Case for Personal Involvement 

Emotional neutrality does not mean coldness. By defini- 
tion, neutral means neither warm nor cold. And in general one 
would not expect coldness to be characteristic of those who 
elected to go into the helping professions. However, they may 
be judged to be cold by patients. For what the patient recom- 
mends is personal involvement on the part of the professional. 
What he wants is interest shown in himself as an individual, 
concern about his needs, and warmth instead of a matter-of-fact 
approach. 

Table IV shows the kinds of reasons given for the involve- 
ment side of the issue. The numbers refer to the number of sub- 
jects who used a category at least once. The reasons include 
meanings or implications of involvement or emotional neutrality, 
and the consequences which are presumed to follow from the alter- 
native courses of action. 



*Most of what we shall discuss in this chapter deals with 
the kind of difficulties that arise because of misunderstandings 
of what each partner wants on the overt level. These are the 
difficulties which are most easily avoided and hence could be 
cleared up first. There are many levels which exist, and some 
of our future work will deal with individual value systems— a 
second level, but not yet involving the unconscious. 

We do not imply that, becaus;^. something is more covert, it 
necessarily causes greater diff icflilties in the relationship. For 
Instance it was said that sometimes professionals become involved 
with patients to gratify their own needs (i.e., they want to be 
important to the client; they wanT to be seen as benevolent, 
helping persons). We must then ask, is this at the expense of 
the patient? If they are doing the right things for the wrong 
reasons, difficulties need not arise. 



Table IV 



Categories of reasons in favor of involvement. 





Number of subjects 
category at least ( 


using a 
once 


given 


Category 


Pro- 

Clients fessionals 


Students 


Total 


1, Emotional satisfaction of 
client (means warmth, in- 
terest, makes you feel 
good, etc,). 


12 10 


13 


35 


2, Devaluative implications 
of non- involvement, 
••Treating like a thing 
Instead of a person,** 


3 4 


5 


12 


3; Rehabilitation progress: 








a„ Involvement leads to 
Increased motivation 
of patient 


1 2 


3 


6 


b. Involvement leads to 
better communication 
between partners 


3 0 


1 


4 


c. Involvement is part of 
good care; non- involve- 
ment leads to error; 
my specialty requires 
Involvement 


1 3 


4 


8 


Total reasons for involvement* 


20 19 


26 


65 



*These numbers will not correspond to those in Table III 
because subjects give more than one reason for a given course of 
action and can give reasons on both sides of the issue. 
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!• Emotional satisfaction of client 

One reason given in favor of personal involvement is that it 
is satisfying per se. Patients often gave as a ’’reason** some ap- 
proximate synonym of involvement. They say it means or implies 
friendliness, cordiality, caring, concern. Or they might add 
that **it makes you feel good” or ’’cheers you”. Sometimes we in- 
fer this category of reason from a patient’s complaint. This 
*^troke patient, for example, believes: 

Every patient feels neglected in some way... 

This is what they should take care more of - 
the small things; the big things they know... 

Some are nice - some seem a little unfriendly - 
but may be it’s the policy. You sometimes get 
the feeling they don’t care too much. 

But what patients praise leads to the same inference* For ex- 
ample, a young paraplegic stated, when asked whether he agreed 
with some who objected to impersonality: 

No, I don’t think they’re impersonal. I get 
along pretty well in most cases. It’s not . 
just like a routine thing*. • There’s my thera- 
pist and she’s got a job to do. And I’m the 
patient and she’s going to show me; but that 
doesn’t make a cold wall between us. I think 
I get along more or less just like a friend... 

I kid around a lot and they go along. So for 
me they’re not cold and Indifferent. 

Turning now to the professional side, we find instances of 
advocacy of involvement in the sense of warmth and interest in 
the individual. A recreation therapist volunteered this comment: 

Another thing that disturbs me very much is 
that most therapists tend to concentrate on 
a disability that is related to their particu- 
lar area and thus disregard individuals as a 
whole. They don’t really consider him, his 
needs, his Interests, his personality.*. And 
they have a tendency to be somewhat impersonal 
and cold, maybe, and thoughtless, perhaps. 

And a medical student defines involvement in terms of the first 
category: 



Emotional involvement has got to be, as I 
see it, in terms of the patient thinking you 
care about him. If the patient thinks that 
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you feel he^s just another patient and 
another fifteen minutes out of the eight 
hours, this is very bad... He has to be 
treated as an individual. (Show) that you 
sincerely S3nnpathlze with his situation, 
and you sincerely wish for him to get better. 

Indeed, as can be seen in the table, the professionals and 
students do not differ much from patients in frequency of use of 
the category labeled **emotional satisfaction”. The difference 
is that the remarks of the former groups are diluted by the pro- 
portion of negative reasons. For while this first category com- 
prises 40% of all patient reasons for evaluations, pro and con, 
for the professionals and the students, this category accounts 
for 24% and 26% of evaluative reasons respectively. 

2. Devaluative implications of non- involvement 

The second category of reasons in favor of involvement has 
to do with status and devaluation. Being sensitive to the de— 
valuatlve attitudes which normals have towards the disabled (and 
vrhlch he may have shared or even still holds*) , a patient can 
interpret lack of personal involvement, lack of warmth, as an 
indication of devaluation. He needs assurance that he is just 
as worthy a human being as the non- handicapped person is. It is 
this devaluation aspect which is stressed in this excerpt from 
the record of a paraplegic who is also president of a patient 
club in the hospital: 

One of the other things that we (the club 
members) are working on, is the staff treat- 
ing the patient. . .not only as a patient but 
as a person as well. As a human being instead 
of just a thing, just a machine or something, 
treating a patient like someone with feeling. 

And (with) kindness and gentlenens. and respect. 

Again there were no noticeable differences in frequency of 
this category of response among the subject groups. But although 
these words of a speech therapist are very similar to those of 
the patient just quoted. 

It is degrading. .. to be treated just as another 
body rather than a person. (Or on ward rounds) 
not as a person but just an object to be dis- 
cussed. 



*See ^Adjustment to Misfortune”, (3). 



the context is remarkably different* She had just noted a failure 
on her own part to take this feeling of degradation into account, 
and explained it as follows: 

It is easy to become a little mechanical, go 
through the same type of therapy procedures 
with every patient and pick this one person 
up and put somebody else in his place* It*s 
just easy to forget the personal aspect. 

The difference which context can make is one reason for stressing 
qualitative rather than quantitative analysis.. 

3. Involvement and rehabilitation progress 

The remaining categories of reasons used by those favoring 
more involvement, emphasize rehabilitation progress. The answers 
are too few and scattered to permit comparisons between vgroups* 

The various reasons are similar in that involvement is seen as the 
means toward the end which both parties are seeking to achieve. 

For example, a good relationship between patient and professional 
helps toward the goal of independence. A paraplegic patient says: 

They should be very warm toward the patient. 

Instead of trying to keep a distance, because 
this makes a patient less willing to help himself. 

An b.T. described the positive effect of surprising an appar- 
ently unmotivated patient with a birthday cake* She added that, 
though itrdoesn’t have to be that dramatic, **many times if you 
give the patient something, they ♦ 11 work ten times harder for you.** 

The feeling of this patient is that lack of involvement 
leads to lack of communication: 

Some doctors take like a personal interest 
in you. Others are kind of cold, and you’re 
afraid to ask them about anything. ** There’s 
a couple of nursing staff that could unbend 
a little bit and have a different feeling. •• 
you wait for a different shift to come on to 
ask for something which is necessary. 

This patiei|, also, when asked about involvement, replied with a 
comment on Communication: 

I did have that opinion at one time, that I 
and the staff weren’t quite communicating 
as we should* .. The patient knows quite a 
bit about his problem that could be helped 
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if the staff would stop and listen* 

Since a lack of communication between professionals and patients 
may lead to misperception of the needs of patients, it can impede 
rehabilitation progress. 

In extreme instances, lack of involvement can even lead to 
errors, with serious consequences for the health of the patient. 

A nurse in a supervisory capacity mentioned instances known to 
her: 



. All they look forward to is to get off and 
get their pay check. .. and they can forget 
some of the most vital things about patients* *« 

They forget to tell you... And they should 
notice every sign like that. It is vital 
that the head nurse know these things* 

Sometimes professionals felt that their particular disci- 
pline requires involvement. Thus a psychologist stated: 

Deep Involvement is needed in therapy to 
provide the patient with a comfortable 
relationship. 

Another professional felt that: 

As recreation director, I can’t keep at a 
distance; I must be a buddy, and informal 
and permissive. 

But the pro- involvement attitude is not limited to certain pro- 
fessions* There were representatives of every discipline sampled 
who felt as this student nurse did: 

The more you get involved, the better you 
understand your patient* 

We must look elsewhere for the forces hindering profes- 
sionals from giving the patient what he wants. Table V lists 
some of these forces* 

Practical Limitations to Involvement 

One of the reasons sometimes given for professionals not 
becoming more involved with clients, is simply the practical fact 
that professionals serve a large number of clients and, therefore, 
the time they can spend with any one client will be limited. This 
cannot be fairly included in the case for emotional neutrality. 
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Table V 



Reasons given for limiting involvement or in favor of 

emotional neutrality 





Number of 
category 


subjects using a 


given 


Category 


Pro- 

Clients fessionals 


Students 


Total 


Practical limitations to 
involvement : 










Number of patients or 
limited time of pro- 
fessionals prohibits 
gpreater degpree of in- 
volvement 


5 


3 


2 

f 


10 


Reasons in favor of emo- 
tional neutrality; 










1. Objectivity desirable 
for clients* benefit. 
Professional better 
able to see long-run 
goals. 


1 


7 


9 


17 


2. Neutrality leads to 
better control. 


0 


1 


4 


5 


3. Objectivity as a 
psychic protection 
for professional. 


2 


7 


8 


17 


4, Other reasons 
(see text) 


2 


4 


1 


7 


Total reasons for emotional 
neutrality 


5 


19 


22 


46 
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since it does not express an Intent to be neutral or a reason 
for being neutral, but merely an obstacle to greater involve- 
ment. Almost always, this category was combined with other, 
positive statements about involvement. In the words of a 
physical therapist: 

You can’t. get too involved. There are 
too many. 

Some patients do realiij that there is a relationship be- 
tween time and Involvement and this fact is extremely impor- 
tant, as we shall see when we present the recommendations de- 
rived from the whole of this material on involvement. This 
patient. Illustrates such awareness: 

They’re trying to do the best they can, 
they have so many patients. . .but they try. 

One patient even went so far as to state that, under the 
conditions which exist with respect to patient load, it is 
desirable not to give too much emphasis to peripheral matters 
lest this lead to neglect of the more important medical 
problems. 



They give you the attention you need. 

Their job is to see you through sickness, 
not with your general problems. If so, 
the real reason for which you came would 
not be given attention. 

The patient just quoted was not typical; she had, herself, been 
employed in a hospital (in a non-professional capacity). But 
even this patient was still very much in favor of warmth as 
opposed to emotional neutrality. Furthermore, she explains 
that she is less in need of a close relationship with profes- 
sionals than other patients: 

Maybe because... I don’t face the problems 
that other patients do. I don’t feel by 
any means neglected or left out or unwanted. «« 

1 have a familyi X have my husband and 
children and relatives... Some have to go 
through it alone., (that’s) harder... (they 
are) so forgotten - so left out of every- 
thing. ..if you don’t have someone near you 



to talk to you and tell you a word of 
comfort it*s hard..* 

The Case for Emotional Neutrality 



1. Objectivity for client’s benefit 

One of the chief reasons for advocating emotional neu- 
trality was a feeling, on the part of professionals, that dis- 
tance or detachment means objectivity, and that this objectivity 
is for the patient’s long-run benefit. Involvement, in this 
view, is equated to ’’identification” with the patient and is 
seen as harmful. 

Involvement, for example, is said by a professional to 
’’cloud the issues of diagnosis and prognosis.” The inference is 
that the uninvolved professional can do a better job of defining 
present reality for the patient (diagnosis) , and also of predict- 
ing what the patient can expect or hope for in the future 
(prognosis).*’ 

Professionals believe that the view from the inside of the 
situation is too narrow to permit profitable decision-making. 

A social worker claims: 

You are able to see the good and bad sides 



*It is true that there are individual differences in patient 
need for involvement. While it is not feasible, at this time,, to 
correlate demand for involvement with other characteristics of 
patients, it was instructive to look at characteristics of those 
who brought up this topic spontaneously as a problem . Those who 
had been rejected by their own families or who had been separated 
from them, (e.g. a widow with son serving in the army overseas), 
stood out as having potent needs in this respect. 

The suggestion thcit loneliness may make the matter of involve- 
ment a potent topic of concern, has consequences for the theoretical 
structure which we will ultimately have to build. There are con- 
nections between involvement and a separate cluster of problems - 
those centering about topics of boredom and loneliness. Boredom 
and loneliness, considered conceptually, are quite different. 

But, for the present purpose, their common element is most rele- 
vant, namely, that there is a void, and something is needed to 
fill the gap. The patient may attempt to fill this gap with a 
meaningful and not just a formal relationship with the professional. 



♦♦See Chapter III, Hope and Reality. 
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of his thinking, whether it*s realistic or 
unrealistic, what*s best for him. This means 
that you do have to remain somewhat detached 
•••If you feel like the individual you’ve 
lost your own interpretation. •« and you become 
the client... It’s a broader view than just 
the individual’s own emotional feelings... 

Maintain objectivity to help them make a de- 
cision that is more profitable for them. 

Being an outsicNj> has advantages in that the ’’expert”, 
taking a detached vi' , can best perceive long-run goals and the 
means needed to achieve them. If they identify with the patient 
they may be swayed by his concern with immediate needs, such as 
a desire to terminate the discomfort of therapeutic exercises. 

As a physical therapist said: 

You can’t let your feelings get too involved 
in what you’re doing... To be more effective, 

I have to have goals that I want to do and dis- 
regard how a person would feel at the moment. 

One might ask whether this attitude might not lead to the 
patient’s feeling that the professional is more concerned about 
some abstract goals or cook-book rules than he is about i^, the 
individual. 

2. Neutrality and control 

Closely related to this category, but with a slightly dif- 
ferent emphasis, is the next category, ”neutrality leads to 
better control.” In this view, also, the professional is seen 
to be the more objective of the two partners. And since he is 
better able to appreciate the importance of long-term goals, he 
should take the lead in making decisions. This new element is 
added: distance lends authoritativeness to the words of the 

”exi ')rt”, while friendliness may imperil control. 

The medical student whom we quoted in the introduction to 
this chapter as saying, ”We’re not here to be friends particu- 
larly,” had also said: 

I think it’s necessary to maintain a firm 
line of I’m the doctor and you’re the pa- 
tient... I think it’s very necessary for 
the physician to maintain control of the 
situation— to guide it and direct it. 

Another medical student said something similar: 
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He has got to maintain a distance, so when 
he must give an order to a patient to do 
something, they must obey it for their own 
good. •• so you must be more of an authori- 
tarian type of person. 

With this category, we see for the first time a distinction 
between professional and student. Students, who are still in the 
process of learning their roles, sometimes seem to fear that 
their concern for their patients might lead them to forget what 
their proper role should be. A student O. T. describes her con- 
flict in this situation: 

Empathy is a good thing, but sometimes I tend 
to carry it too far. You’ve got to know when 
to stop. You know there’s a point where you’ve 
just got to tell a person you’ve got to get to 
work whether it hurts or not. But sometimes 
I’m a little soft. They called me a softy for 
a while. I would be right with the patient. 

But you realize you can*t do that after a 
while. •• Remember you’re the therapist... 
and you know what’s good for them and stick 
to it. . . The more personally involved you 
get, the less therapeutic you are... But I 
can’t stand treating a person like a patient. 

He’s got to be a person. 

The established professionals, as opposed to students, were 
less worried about their positions of authority and their ability 
to secure compliance with what they prescribe to patients. The 
one professional who used this category did so as a warning to 
students against getting in the clutches of a manipulative client. 

This whole question of where authority should be vested, and 
who should make decisions is a separate critical situation which 
we shall consider again in another chapter. We have touched upon 
it here only as it relates to involvement. 

3. Objectivity as a protection for the professional 

There is a final ’’pro-neutrality” category which merits 
serious consideration. Professionals are not only concerned 
about the effect of involvement upon patients. They are also 
concerned, and legitimately so, about the effect on themselves. 

The word ’’objectivity” is sometimes used in connection with this 
category too, but here the need for objectivity is seen as for the 
psychic protection of the professional. 
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When Klngi in ''Perceptions of Illness and Medical Practice" 
(5), mentions that "emotional neutrality" is one of the chief 
values in hospitals (second only to the value of life) , one 
assumes that it is, at least partly, because of the fact that 
in general hospitals death is not infrequent* It is too great 
a stress to be subjected to bereavement many times in the 
course of a single year* Wl^en attachments to patients are 
strong, then the loss f^lt by the medical professional may 
approach that which he would feel at the loss of ^ relative 
or friend* 

In a rehabilitation hospital, death of a patient is un- 
usual, but there are similarities in that for much of the 
time the professional is in close contact with persons who 
are in situations of distress or suffering* As a profes- 
sional said: 

It's easy to feel with all and then break 
down* It calls on a lot from the profes- 
sional* 

The difficulty is magnified if one accepts the old definitions 
of sympathy which require that the donor of sympathy feel 
like the recipient.* The professionals cautioned against 
feeling "like" instead of "with" a patient, and against too 
great a degree of Involvement* Some also said that "you 
don't want to become involved with the hopeless"*** 

The persons who exhibited most conflict because of the 



*See Dembo, Levlton and Wright, (3), for a critique of 
these conceptualizations, and the suggestion that it is con- 
gruence rather than identity of feeling which is required* 
Congruence permits the donor to lead the recipient out of the 
distress area while still giving ample respect to the reasons 
for distress* Also pertinent to the present topic is the ex- 
position of the idea that the essence of the sympathy relation- 
ship is the readiness on the part of the donor to give primacy 
to the needs of the recipient* 

**See Chapter V, on the "elite" versus the "hopeless" 

patient* 
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protection offered by neutrality were nursing home nurses. 
One said: 



* 



After a few months... you feel, Well I am aware 
of their need and I can’t join the throng that 
is deserting them too. And yet you find the 
emotional stress when you have your own life 
outside, and the frustration of there not 
seeming to be any answers, too much for you. 

I feel that I have to get away from it. I 
cannot make it a part of my life indefinitely 
bec'*.use of the demands on my own morale; the 
depression that it would inject into my own 
life, this unanswered despair would be quite 
beyond me. Tou become emotionally attached 
to these people, and yet you can’t go any 
place with them. 

Another said: 

My work disturbs me a great deal. •« It’s 
very depressing, and I have had to build up 
a tremendous amount of resistance to the en- 
croachments upon my personality from these 
people. I have a feeling as if they want to 
drain your life force, your energy... And 
if you are around them you almost - I feel 
like I am going to disintegrate... Well, 

I know I have to have my strength to take 
care of my family. . . 

This was not a category which patients tended to use except in 
an incidental fashion, or with some confusion of the meanings 
of involvement. For example, this woman had just been complain- 
ing of one professional she described as ** quick- tongued” and 
discourteous and then said: 

This is not a job for anybody that’s soft- 



^These two excerpts were not included in the tabulations. 
They were from records of professionals employed outside of 
the setting at which the study was done. They were there 
attending a three-week course in rehabilitation. The purpose 
of these additional interviews was to get an indication of how 
the scope of problems seen might be broadened by going outside 
of the one institution. 
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hearted. Maybe you have to be like that, 

I don^t know. 

We say ^confusion”, because the kind of hardening of soft- 
hearts that may be necessary for psychic protection should not 
lead to discourtesy. Discourtesy or callousness, as well as 
uncontrolled involvement, may be an indication that the profes- 
sional should leave this field or get help themselves, A 
psychiatrist was commenting on the statements of the nursing 
home nurses: 

What that person needs is to get out of the 
nursing home business for a while, and go some 
place for a period of training, and then come 
back. The ideal situation would be to become 
emotionally involved under control,,. Under 
no circumstances should the patient be identi- 
fied with, Empathized with, yes. I think 
every competent member of our staff knows 
how he would like to be treated if he were in 
the pa t lent ^s shoes. But nobody should be- 
■ ■ come lost in the identity of the patient,,. 

Some become very disturbed because the pa- 
tients^ pathology happens to strike a very 
resonant chord in their own personality, in 
their own fears, in their own family back- 
ground, It strikes too close to home« When 
we see staff become identified with the pa- 
tient we should help them recognize what they 
have done, not being Judgmental about it but 
indicating that it does happen, ,, and they 
have to learn that maybe there are certain 
patients they cannot deal with (e,g, male 
stroke patients Just the same age as their 
father was when he had a stroke) , , « I would 
speak out directly against coldness or detach- 
ment,,, If they become callous or disinterested ' 
or fed up, then it*s time for them to leave 
this Job, , , they^ve had it and they^re burned 
out and they should leave,., not out of guilt 
or shame but recognizing that it is quite 
part of the occupational hazards of working 
with this sort of patient. It Just gets to 
be too much after a while. 

He indicated, in subsequent discussion, that psychotherapy/: can 

be valuable for such professionals. Learning about themselves 
can increase their competency in dealing with patients who arouse 
anxiety and hostility. His idea of ” involvement under control” 



is one to which we will return in the section on recommendations. 

4. Other reasons given for neutrality 

Before leaving this survey of the case for neutrality, wc 
should note that there were other reasons occasionally given. 

For example, a few individuals talked about why it was better 
for professionals not to **date” patients. Since this would not 
be a professional relationship, these reasons do not belong to 
the theoretical structure we are concerned with. 

Two professionals mentioned the fact that involvement may 
lead to the patient imparting certain confidences, which puts 
the professional in dilemma. He can neither handle the problem 
himself nor betray the confidence. It might be something which 
is so serious a matter, (even involving violation of the law), 
that he can square neither solution with his conscience. This 
matter of handling confidences is a separate critical situation 
which might be investigated later. 

Current Teaching Regarding Involvement and Emotional Heutrality 

It will be remembered that one of ourppurposes in this 
study was to inquire whether current teaching helps to diminish 
conflict regarding critical situations. One statement which may 
be made is that the teaching in various training institutions is 
not consistent. Students from one school of nursing said the 
following: 



Many of your old-time nurses were taught 
that, (not to get involved). They were 
more procedure-oriented than they were 
anything else. I really think it’s get- 
ting obsolete now... In our freshman 
year they tried to stress it with us but 
I haven* t heard that so much any more. 

They’re not telling us that any more. They 
haven’t since I started training... You find 
instructors from an older type school still 
go by this. But your newer instructors... 
realize this is totally impractical. 

Another, who is also currently in training but at a different 

Institution, said: 

Well first of all they don’t want you to 
become attached to the patient. It’s hard, 

I find, if you work with a patient for a 
long time not to become attached because 
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we’re human beings. You can’t work with 
someone without this... 

Some professionals feel that what they were taught was un- 
clear , or incorrect. And they reject the teaching: 

The favorite theme in school that our in- 
structors used to throw at us would be 
’’personally impersonal”, which is such 
garbage, because I’m not sure just what 
that means. 

We are warned about some things — about 
being too involved with people. I think 
that’s kind of silly... I donJt see how 
you can communicate with a person unless 
you do become somewhat involved. 

But others are still troubled and in conflict, as witness the 
O.T. student quoted earlier/* who was called a ’’softy” y^®td— 
ing to her inclination to ”be right with the patient”. Conflict 
is clearly indicated when she states that: ’’the more personally 

involved you get, the less therapeutic you are,” and immediately 
afterward: ’’But I can’t stand treating a person like a patient.. 

He’s got to be a person.” 

% 

Preliminary Recommendations* 

There are professionals, and also patients, who feel that 
it is possible to combine the benefits of objectivity with J*’ 

ing the patient the emotional support he needs and wants. But tw 
often involvement and objectivity are seen as points on a 
tinuum, and what is desirable is considered to be a matter of 
degree. They say that one should: 

"Be involved but not over- involved” 

"Not be so involved that you won’t make a 
■ sensible”lTecision” 

"Avoid deep involvement or you will get 
depressed^*. 

But then the professional is faced with the problem of "where to 
draw the line”. 

^See Chapter I regarding the tentative nature of the 
recommendations arrived at in the course of the pilot study. 
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There is another difficulty with the ’♦quantitative" ap- 
proach: it somehow implies that everyone has a limited capacity 

for warmth or compassioni that it can be used up, and thft-t 
therefore one must restrict its use. Here is another instance 
in which professionals and students differ, though the tables 
do not reflect it only students, made statements which sug- 
gested that compas^on should be reserved just for the dying; 
or that emotional support is needed only if there is no family, 
and that otherwise '’I am for the least amount of emotional in- 
volvement with a patient that is possible." 

It is the contention of the investigator that there will be 
less misunderstanding among trainees^ if, in' teaching, the quali- 
tatively different meanings of involvement are stressed. Ob- 
jectlvlxy is not the other end of the same continuum which em- 
braces warmth and friendliness and knowledge of your patient; 
the oppoq^lte of warmth is coldness and aloofness with all their 
negative consequences. 

The following excerpts from professional records: 

"Be objective but feel attachment" 

c 

"If you can become close without identifying" 

convey a feeling of qualitative difference and are less likely 
to mislead than any statement Implying that there is an optimal 
quantity of involvement. This patient also feels that the quali- 
tatively different things - guidance for the patient’s benefit 
and warmth - can exist side by side: 

A therapist tried to be sweet and butter 
them, but nothing came of it, so she had 
to make them do it. It’s effective.*. 

I believe it’s like a sergeant in the army. 

Tou have to be stern but you have to be 
friendly, too, and let a person know you 
have a sense of feeling. 

In the psychiatrist’s statement, given earlier, the idea of 
"Involvement under control" is a useful one, which appears again 
in this • statement of a student in social service: 

Tou have to be objective but that doesn’t 
mean that you are so unemotional and so 
^ cold that you do not respond to your 

client... Show them you care, and yet, at 
the same time... it’s a controlled thing, 
not so overly controlled that you cease 



to be a human being* With some clients you 
hit it off in such a way that there is some- 
thing about them that really draws you to 
them... You’ve got to realize that you are 
not their daughter, you are not their mother 
and you cannot give them exactly the same thing* 

All you can do is be an understanding person, 
warm and giving, yet... still maintain your 
role. 

’’Controlled involvement” is not the same as ”under- involvement.” 
It has little to do with degree or quantity. One can meet all 
legitimate requests of patients for friendliness and assurance 
of worth, one can know him as an individual and express concern 
about his difficulties, without, to any degree , trying to play 
the role of daughter or mother, lover or confidante. 

Our first recommendation, then, would be to make know^a to 
students the scope of meanings that involvement encompasses, and 
to stress the fact that they are qualitatively different. 

A second recommendation to professionals may also serve to 
prevent or reduce conflict: in the ^1^^® when you are wit h 

client, give primacy to his needs. That part of the injunction 
which specifies that t his shduia^be the attitude within the time 
allotted to the patient, takes into account the practical limita- 
tions to involvement.* This will also, to some extent, take care 
of some professionals’ fear of ’’going overboard.” 

A patient put this clearly when he said; 

It shouldn’t affect their lives outside of 
the hospital, but while they’re here it 
should affect them to the degree where they 
might want to do something to help. But it 
shouldn’t affect their personal lives. 

By giving precedence to the client’s needs when he is with you, 
you^void giving him the impression that it is all just routine. 
Yet you don’t take his problems home with you and let them affect 
your personal life — which was the point of the argument for neu- 
trality as a protection for the professional. 



’^Korsch (6) reports that the amount of time spent by pedia- 
tricians with mothers visiting a clinic with their children, was 
not correlated with client satisfaction. What was important was 
how the time was used, and whether the doctor seemed to under- 
stand what was troubling the parent. 



A third recommendation concerns the kind of needs which 
should be given primacy - the immedi??ite needs of the patient or 
his long-term needs. Of course, long-range rehabilitation goals 
must be kept in mind by the professional when the patient loses 
sight of them. But recognition of immediate needs is necessary 
in order that patients shall feel that the professional is con- 
cerned about him and not merely some abstract goals. The main 
point of the ^^objectivity*’ argument was that more weight should 
be given to the future than to the momentary discomfort that 
therapeutic measures may produce. The professional can show 
concern about the discomfort while pointing out to the patient 
the necessity for sticking to the regimen. He can show that 
his insistence on working, in spite of the discomfort, is it- 
self a manifestation of caring. And an occasional relaxation 
of strenuous efforts may be beneficial* 

What we have just said about acquainting patients with the 
professionals* reasons for what they do, is an additional recom- 
mendation. Although no patients actually advocated emotional 
neutrality, we have seen that there are differences among pa- 
tients in their understanding of the professional position. We 
have quoted patients who understood the time limitations. Others 
showed that they were aware that a professional may sometimes 
have to be **stern like a sergeant in the army**, and that he 
cannot let his involvement with a patient affect his life out- 
side of the hospital. With such patients difficulties in rela- 
tionship with professionals are not likely to arise over this 
issue. This information can be given to patients in an orienta- 
tion period, and for some it will have to be repeated at intervals. 
For it is a two-way street - patients have to be acquainted with 
the viewpoint of the professionals just as professionals need to 
know the viewpoint of patients. 

A final recommendation is necessary to take account of the 
fact that, even when all misunderstandings are cleared up, there 
will continue to be professionals who will advocate distance 
rather than involvement. This is likely to be true of thvSe whose 
values or ideologies are strongly oriented toward control and 
the leadership role of the more expert of the partners. Such 
individuals do not take their duties and responsibilities as 
members of the helping profession less seriously, but they have 
a different conception of what these duties and responsibilities 
are. They believe it is easier to impose their ideas of what 
will be helpful, and to disregard opposition, if friendly rela- 
tionships do not obscure their authoritativeness. Such profes- 
sionals must be especially careful about tactful behavior, since 
there is a good chance that distance will” Intensify the pain 
associated with recognition of devaluation* It is all too easy 
for the emphasis on status as an expert, and therefore a more 
important human being in this respect, to become confused in the 
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mind of the client with stat?is in And he feels that 

he is already devaluated as a less worthy member of societ^y,,. 
because he is handicapped* As as example of tactful behavior, 
such a professional should probably not use first names to adult 
clients. If it is not an expression of friendliness, it can be 
taken as an indication of lack of respect. In our society we do 
not use first names to those we keep at a distance except when 
they are considered to be of lower status. 

Summary 

It will benefit a student in training for one of the help- 
ing professions, those who are interested in rehabilitation, and 
others to whom client-professional relationships are important, 
to clearly understand the meanings which the word ** involvement*/ 
can have. There are two quite distinct aspects of ipvolvement 
which largely account for whether it is seen as positive or 
negative. They may be designated as *»warmth** and »*non-objectivi- 

ty.*» 

In describing the professional who is ’’in’lr.olved**, in the 
positive sense, patients and professionals use these words; 
friendliness, cordiality, caring, concern, interest in you as 
an individual, knowing you as a person* Sometimes the idea is . 
expressed in a negative fclrmr not cold or callous, toat ter -of— ^ 
fact, routine, business-like, or Just doing a job. In the ’ 
treme form, lack of involvement is seen as ** treating you like A 
• thing instead of a person.** The presumed consequences of ' 
positive type of involvement are emotional satisfaction of the 
client, better communication between professional and client, 
and Increased motivation. 

The non-objectivity aspect was a concern only of profes- 
sionals. Identification with the patient, feeling *»like** in- 
stead of **with,** fai ore to maintain one’s role, were some of 
the terms employed to describe this undesirable kind of involve- 
ment. The most frequent usage was one implying quantity: be- 

coming so attached that one loses objectivity. Objectivity was 
seen as“cTesirable for two main reasons. The first is for the 
benefit of the patient - the professional can see alternatives 
which the emotionally involved patient might neglect. The 
second is for the benefit of the professional - he needs 
objectivity to guard himself against certain consequences (for 
example, depression) which are presumed to follow from being 
constantly in a situation characterized by distress or suf- 
fering of persons to whom he feels attached. 

It is suggested that warmth and objectivity are not in- 
compatible. Some recommendations were given which are in- 
tended to lessen the difficulties in professional-client relation 
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ships. They indicate that, as regards the critical situation of 
whether a professional should become personally involved with a 
client or instead attempt to maintain emotional neutrality, the 
investigator chooses the involvement side of the issue* It may 
be controlled involvement, (so that the benefits of objectivity 
may be realized). It may be limited, (by available time)* But 
it is still involvement, not emotional neutrality which is the 
favored alternative* 



CHAPTER III 



Hope and Reality 



In giving information to a patient about his present condi- 
tion' and about what he can' expect in the way of return of func- 
tion, the' critical situation which faces the professional is 
whether to emphasize realistic appraisal or instead to foster a 
hopeful outlook. The patient has a point of view about this, and 
he also is. faced' with a decision - whether to accept a negative 
prognosis when it is given, or to cling to hopes in spite of what 
he may be told.. Although most of what we shall have to say will 
be directed to the first of these problem^, the second is inex- 
tricably interwoven with, ' and will help oAr understanding of, 
the first. 

This critical situation was known before the study began. 

It is implicit in the caution, given by Michal-Smith (10) to 
rehabilitation workers, about handling pati|nts* defenses. (For 
example, they are told not to "batter down^denial.) Dembo (2) 
has explicitly addressed -herself to the problem of hope versus 
reality. She notes that the position of the professional leads 
him to stress what the probable outcome will be. On the other 
hand, a parent of a severely handicapped child emphasizes what 
is possible - that his child may be the one in a thousand who 
is the exception. 

The present study focuses on the qualitatively different 
meanings which the terms "hope" and "reality" encompass, and 
how these meanings influence the choices of patients and profes- 
sionals regarding which alternative to pursue. It also is an 
attempt to restructure the apparent, dichotomy so that the posi- 
tive aspects in each alternative can be utilized. 

Over-all Preference for the Hopeful or Realistic Approach 

Table VI shows the subjects^ over-all preference for the 
hopeful or the realistic approach in. dealing with the question 
of giving information to a patient about his condition or pros- 
pects. It was found necessary to include a third category to 
account for those cases in which it was impossible to detect a 
clear preference, either because of ambivalence about this mat- 
ter, or because continued probing led to specification of condi- 
tions under which sometimes one and sometimes the other course 
was preferable. As the table shows, the difference in preference 
is not a simple matter of position, being a patient or a profes- 
sional, though it suggests that the tendency of patients is to 
prefer a hopeful approach and that those who stress reality are 



Table VI 



Number of subjects who indicated over-all preference for 
the ’’realistic** or the **hopeful” approach in dealing with the 
question of giving information to a patient about his condi- 
tion and prospects^ and the number wh^se preference is unclear* 



Subject-Class 


Hope 

Stressed 
or Preferred 


Reality 
Stressed 
or Preferred 


Preference 

Unclear 


Total 


Clients 


11 


4 


4 


19 


Professionals 


6 


9 


4 


19 


Students 


4 


10 


6 


20 


Total Subjects 


21 


23 


14 


58* 



*One professional was not specifically asked about the 
topic; one client rejected several opportuniti-^s offered to 
talk about it« 
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apt to be professionals, or students#^ The qualitative analysis 
will show much more than' this , for, no patient really had a nega- 
tive evaluation of hope, except for a, particular kind, **false 
hopes’*, which we shall discuss at length later 4 Some profes- 
sionals have a decidedly negative' attitude toward patients* 
hopes* These advocate **being blunt” or ^getting toujjh” with 
patients when it is "necessary to make them more realistic”* 
Others are aware of the patient’s need for hope and of the pos- 
sible pitfalls in a realistic approach* Much of their concern, 
therefore, was 'about how to "break the news” and how to change 
hopes to those wlilch are more realizable* 

Three different approaches by patients to the issue of hope 
and reality are illustrated below* They will be particularly 
Im portant for conceptualization, and so they are discussed at 
length* 

A woman patient (diagnosis - quadriparesis, Gu i 11a in-Barr e 
syndrome) fears despair (loss of hope) so much that she does not 
even want information about her present condition, let alone any 
prediction about the future* Since any information she receive^iS 
.about the present may imply something about the future, she goes 
out of her way to avoid information and recommends the same 
course to others: 

*** Tou can' go around (on ward round days)*** 
and you find them very depressed*** They all 
hate Tuesdays, because they said "Well, I find 
out *I*ve got something more wrong with me than 
I ever knew> 1 had wrong*” And I told her the 
best thing to do is just to get out of the 
room and go down the hall and get out of sight 
so that you don’t hear them* Maybe they think 
it’s a good idea for you to know every detail 
but I^don’t think it’s necessary* 

She is willing to postpone facing reality until it is no longer 
possible tq. avoid it: 

' The world lives on hope* You can always 

have the hope for the^ better* * * Well,-, until 
the day finally comes, maybe, that you’re not 



*We would again refer the reader to Chapter I regarding 

the numbers given in the tables* They are important only 

Insofar as they suggest hypotheses to be tested* 
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going to be any better. Then you realize 
what you’ve got to endure. 

Already, we are given a number of threads which must eventually 
be disentangled. How are ** postponement** and **hope** related? 
When knowledge appears to be too dangerous, is postponing the 
acQulsltlon of knowledge the only way to maintain hope? Is this 
typical of someone whose condition is both serious and little 
understood? 

The answers to the last two questions would seem to be in 
the negative, for the next patient quoted is in somewhat the 
same situation. His diagnosis was for a long time uncertain; 
then it was tentatively judged to be multiple sclerosis.. He 
favored full and complete information aboqt present status and 
prospects : 



I want to know as much about it (as possible) 
so that I can see how much to expect out of it * « 
and what’s the average on it and what it really 
does to you later. 

He admits, however, that he will not give up hope no matter what 
he is told: 

If you were the doctor and told me, **Well, 
you aren’t going to walk, but we’ll try to 
see what we can do for you,** I’m going to 
try to make a liar out of you. Really. Just 
to see if I could do what you said I couldn’t 
do. 

Other Instances of this sort are often accompanied by strong ex- 
pressions of religious faith. 

The third Illustration comes from a man who is a diabetic 
and had had a leg amputated. When asked merely about the desira 
bility of information he answered: 

Well, it’s important to know the facts. I 
mean the whole detail is best.«. It’s got 
to be known how far they can go themselves 
or what they cannot do. 

Further questioning elicited the following: 

I think they should try to stress the hopeful 
side. If you don’t, a person becomes doubtful 
to himself and then he starts getting self- 
pity... If I say, **Well, I’m disabled now.** 
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I wonder, wonder, wonder (long pause) and 
that doesn^t work,,* 

And when asked whether there was any conflict between the two 
^statements, he answered: 

Well, a person can be realistic about where 
they stand; but still - for the future,,, 
they still have to have that hope that they ^ re 
going to get back,,, I have that hope, I 
want that. 

We are now in a position to begin to describe the concept of 

hope, Hope seems to be a way of structuring the future. The 

future can be characterized by a positive or a negative sign, Hope 

means that the future is seen as in some way positive. (The various 

ways will be subsequently considered,) Realistic information 
might mean that this sign would be changed to the negative, Pa- 
tients want to protect themselves against any change for the worse; 
and the three excerpts given above illustrate three ways in which 
protection is obtain(^>d: 

1, By avoidance of information or postponement of knowledge, 

2, By being so secure in one^s hopes that whatever one is 
told, the positive sign will not be changed, 

3, By cautioning the professional against changing the 
sign (i,e, give me realistic information about the 
present but don^t rob me of hope for the future). 

It will become increasingly clear, as we examine the various 
reasons adduced for and against hope and reality, that **making the 
patient more realistic** has two meanings, and that how this is 
evaluated will depend upon which meaning is intended. If it 
means changing the sign this will usually be resisted. If it 
means structurization - giving information which will clarify 
what it is that a patient has to work with and what are the means 
which will help him to compensate for what is lacking - then this 
is usually accepted. 

The Case for Hope 



The reasons given by subjects for positive evaluation of 
hope, and the reasons for sparing the patient by not giving him 
full information, are summarized in Table YU, Later it will be 
necessary to separate these two questions, but there was so much 
overlapping in reasons given that for the present purpose, they 
are treated together. 



Table VII 



Ro&sons for positive evaluation of hope^ or for avoiding 
full information regarding patient’s condition and expected 
return of function# 





Number of subjects using a 
given category 


Category 


Pro- Stu- 

Client fes- dent Total 

sional 



1, General statements about 
the comfort of hope and 
painfulness of reality 


9 


2 


7 


18 


2, Emotional consequences of 
loss of hope; leads to 
depression^ withdrawal, 
self-pity 


5 


4. 


9 


' 18 


3. Consequences for motiva- 
tion and rehabilitation 
progress 

r 

V 


4 


6 


5 


15 


4e Imperfect knowledge of 
reality; "don’t know 
what functions will 
return for. sure" 


4 


12 


6 


22 


5. Client will not accept 
negative prognosis 


0 


7 


1 . 

► ♦» 


8 


Total reasons for hope 


22 


31 


28 


00 

M 

« 



, ? • 

^This exceeds the tdtal number- of Subjects since a subject 
may give more than one reason, 
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1. The comfort of hope and painfulness of reality 

The first category includes generaly more or less unanalyzed, 
reactions to the suffering aspect of the client position* Thus a 
patient who was asked about her expectations of improvement an- 
swered simply: 

Oh, it has to be - it just has to be. 

Statements that simply. indicated patients’ need for hope or that 
hope is comforting were included, a2j,o statements about the pain— 
fulness of reality: 

You’re all emotionally worked up and they 
tell you something— it may be a little 
more shock to you. 

The great frequency of client responses in this category may be 
a reflection of their immediate awareness of the painfulness of 
reality. But students also -use this category: 

(Reality) it’s- pretty painful sometimes. « • 
it can be overwhelming. 

The relative absence of professional responses of this sort might 
be explained by the fact that this is a very general category and 
their answers tended to be more analytical* Their awareness of 
the patients’ need for hope and the painfulness of reality is 
implicit or embedded in some other category. 

2. Emotional consequences of loss of hope 

The second category of reasons is similar to the first. 

The distinction between them is that the Second category in- 
cludes a causal element. Some emotional consequences of loss of 
hope are enumerated. Not only ia- absence of hope painful but it 
leads to depression, passivity, etc. The excerpt quoted on 
page 34 belongs to this category.* Failure to stress the hope- 
ful side, the patient feels, will .lead to doubt and self-pity. 

A social service student who spontaneously . brought up this topic 
stated: 

V % 

You can’t face them too directly with it, .or 
you’ll get complete 'withdrawal.- 

s' • ' * 

When the situation is badly mishandled ^y a professional, the 
consequences are especially severe. In the words of a psy- 
chiatrist: / ' 

The cruel approach - you throw it at the 
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patient again and again until you pound 
the defenses down, taking whatever con- 
sequences evolve — it could be suicide, 
it could be psychosis. 

3. Hope and motivation 

The third category emphasizes the effect of hope upon moti- 
vation and hence upon rehabilitation progress. There are no 
important differences in frequency of use of this category by 
professionals and clients. But the differences in emotional tone 
were striking. A professional had been stressing reality, and 
only when asked whether there was anything positive about hope, 
did he give this response ; 

The first thought I had was hope as a motivating 
device and as a maintenance device. I maintain 
my interest in participating in physical 
therapy because 1 have hope of getting return. 

Compare this dispassionate appraisal with what a paraplegic 
patient says about hope and motivation: 

They might get some discouraging informa- 
tion... They may give up. They may be 
reluctant to try real hard... But I myself, 
if I were confronted,...! would still ex- 
haust every effort 1 knew how because I be- 
lieve in miracles... Push forward. . .never 
become submissive. . .never give up, regard- 
less of whether you become successful or 
not... Just keep trying. Even the effort 
of trying is a consolation to the individual. 

4. Imperfect knowledge of reality 

The fourth category, "imperfect knowledge", requires some 
preliminary discussion. Knowledge, in the broadest sense, is 
what this chapter is all about. In everyday usage "knowledge** 
is taken as almost equivalent to "reality**. And when our pro- 
fessional subjects say "one must define reality for this particu- 
lar patient", they mean that one must impart to him the informa- 
tion or knowledge he needs in his particular situation. When the 
patient requests more information, it is a request for the knowl- 
edge about his condition which, he believes, the professional can 
Impart or withhold at his discretion. 

But knowledge used in a less general sense, implies that 
there is a continuum with respect to knowledgeability, and that 



even the exDert is not omniscient. The return of neurological 

?rtJon If not entirely predictable. ^ ^InCf lo 

drugSi are constantly being discovered. The nossi- 

the fact that human knowledge has It -de- 
bility of just that minimum of hope which may be ^ 

essary protection. As this arthritic woman phrased it: 

The doctors know just so much, and that*s 
all. Lots of times when you don t think 
there »s a cure, all of a sudden the whole 
matter is solved, and you don*t know how 
or by whom, but it is solved. So I don t 
believe in giving up hope at any time re- 
gardless of how serious. ..just hope and 
pray that something can be done. 

This, too. is What riiaf Lr 

5f"ySu".*°It‘'ts°a*IecogLtiin of the limited knowledge of even 
the best professionals. 

When professionals use this category, it Jd^^an 

different context. To one professional, 

be hopeful without violating her respect for the value of truth . 

Especially in neurological cases you can be 
quite truthful and still not cut off any 
means of hope, because really it s not that 

clear-cut. 

Another emphasizes that this is a reason 

the professional who is not a specialist is P 

predictions: 

There are approximately a quarter of a million 
spinal cord patients in the United States and 
there are approximately the same 
physicians... Which means that many physicians 
see very few if any of these patients and... 
don’t know too much about paraplegia 
quadriplegia... So they pass the buck as it 
were, and I can understand their doing this. 

I would prefer they do this than to make 
pronouncements to patients which are in- 
accurate. 

5. Client will not accept negative prognosis 
The last category was used exclusively by professionals. 

S.2SSS 1. product., th. r- 

suits desired. 



- 39 - 



Although the patients in this study did not use this cate- 
gory, much of what they said in other connections loads one to 
feel that there is a basis for the belief of the professionals 
that ’♦they don’t want to really believe that things are as they 
are”. In the words of a physiatrist: 

% 

It has been my experience in dealing with 
disabled people, now for close to ten years 
I suppose, that pronouncements by anybody, 
physicians or other professional persons, 
in regard to what the patient might expect 
in his future, are not a very effective way 
of getting people to understand realistically 
what may occur. One can do thisy There is 
no Question about it. One can sit down and 
say to the patient, ”How you can expect thus 
and so to happen. : And perhaps some of them 

will believe all of it, and some of - them 
will believe some of it, and some of them 
will believe none of it. Whatever it does 
do, it certainly will enhance depression, 
because. ..usually we have to say to some 
extent, that the physical picture, as it 
/. exists, probably will not get much better, 

if it gets better at all.«. So, I think 
, that this is not the way to approach the 
problem. . . 

What he believes is the way to approach it, will be con- 
sidered later under thFTieading ”Manner of Communicating Informa- 
tion.” 

The Case for Reality 

Unlike hope, reality was seldom seen as an end in itself. 
When positive evaluations are made by patients they are not emo- 
tionally-toned, unanalyzed expressions of immediate and potent 
need for reality. Professionals often begin by saying ”we owe 
the truth to patients”. But when asked whether it was truth for 
its own sake, they denied this and then invoked some other under- 
lying reason. There is, however, a general category which is 
little more than a statement that knowledge is good. 

1. General value of knowledge* and reality 

Those professionals who otherwise stnipss a hopeful approach 
go this far in seeing a positive side to i^^ality: 

It is safer to be based on realicy. 

Toil must deal realistically with the facts 

* • " * 



Table VIII 



Reasons for positive evaluation of reality. 



Category-Reasons 


Number of subjects 
given category 

Ppofes- 
Clients sionals 


using 

Stu- 

dents 


a 

Total 


1, Generally knowledge is better 
safer ^ must know what you can 
and cannot do 


• 

9 

6 


4 


7 


17 


2. Reality leads to rehabilita- 
tion progress via: 
a. Acceptance of necessary 
surgical procedures or 


2 


2 


1 


5 


medication 

b. Motivation; if waiting 
for miracle won't try 


3 


3 


3 


9 


c. Acceptance of disability 


2 


5 


4 


11 


3.. False hopes lead to later 
depression 


4 


5 


8 


17 


4. Patient’s right to know; a 
matter of dignity and respect 


1 


5 


1 


7 


5. A protection of professional 
credibility 


0 


3 


3 


6 


6. Reality limits anxiety 


1 


3 


1 


5 


7. Defense mechanisms protect 
client sufficiently 


0 


2 


2 


4 


•%d 

8, ’’Practical** considerations: 

a. To prevent waste of resources 0 


1 


0 


1 


b. To settle affairs in case 
terminal illness 


of. 

1 


2 

_!. 


4 


7 


Total reasons for reality 


20 


35 


34 


89 
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at hand and take advantage of what you do 
have, Tou can’t function in an unrealistic 
world. 

This first category is important because of what is not said . 
It is compatible with the. reasons given in favor of hope, because 
nothing is said about the future having a negative sign. Reality, 
in this first category, seems to be equated to structurization of 
the situation. There is no conflict about giving knowledge which 
does not hurt. 

We can begin now to separate questions concerned with giving 
information about a patient’s present medical status and those 
which relate to prognosis. Most patients are not like this 
woman, suffering from rheumatoid arthritis and arterio— sclerotic 
heart disease, who claims: 

I’ve never asked,,, what all those pills are 
for, I take seven in the morning, I would 
be Inclined to worry if i knew just how much 
was wrong with me,,. What I don’t know, I 
figure, don’t hurt. 

Most patients do ask questions and want answers about medication, 
about diagnosis, and about what they can and cannot safely do. 

It is relatively easy to detect those who do not want even this 
much information, so the occasion of difficulty between profes- 
sionals and clients should not be too frequent when prognosis is 
not involved. In the subsequent categories in favor of reality, 
prognosis, prediction about the future, is an important considera- 
tion. 



2, Reality and rehabilitation progress 

The next three categories are alike in that the giving of 
information by the professional, or facing reality on -the part 
of the patient, are seen as links in a causal chain and the end 
result is rehabilitation progress (better health or greater 
independence) , 

The intermediate step may be acceptance ‘Of necessary surgical 
procedure or medication, A physician^ forexample, was discussing 
an optional surgical procedure that many patients are unwilling to 
undergo : 



Most people feel that if one waits long 
enough things will correct themselves. 
Sometimes the patient, after a period of 
time, will come to the conclusion that 
perhaps, it is in ti?>eir best interest to 
have this diversional surgery. Especially 
if they have repeated episodes of urinary 
infection,,. 



In other words, the professional objects to the passive 
kind of hope where the client expects that time alone, or nature, 
or God, will correct the disability; where the patients ’♦come in 
with the idea that this is a temporary vacation period from 
walking**. They know that some active intervention is a necessary 
step toward the realization of hopes for improvement. 

The same objection to the passive attitude is seen in this 
next excerpt. Here the intermediate link in the chain is seen 
to be motivation: A realistic outlook leads to motivation which, 

in turn, leads to rehabilitation progress. An O.T. student says: 

It*s no good not to be aware of the reality 
factors, because that won*t do any good for 
motivation either. Because then the patient 
might be the type that*s going to sit around 
and expect all of a sudden for his arm to 
come back or whatever, wivUout his doing any- 
thing - or else either it*s going to come 
back all the way or not at all. And that*s 
no good either. He has to know that whatever 
is going to happen is going to be (through) 
him working. 

The patients who used these categories did so in a rather vague 
way which did not preclude hope: 

Give them the Information they need. • .help 
them to accept whatever there is to be done 
to them. 

Or they might admit, when told of the attitude of professionals, 
that there might be some other patients to whom this would apply, 
but not themselves: 

It depends on the individual... They might 
just lay back and relax and say, **Well, I*m 
going to walk**. ..and their chances are much 
slimmer... Get out and do something about it. 

But these Instances are qualitatively very different from those 
of students, who sometimes seem almost intolerant of patients* 
hopes and who give insufficient weight to the risk involved: 

You have some patients who will reach a 
standstill on their rehabilitation and will 
refuse to go any further or try to boost 
themselves any further as far as independence... 
because they think they* re going to get well or 
they* re going to get this or that, so why should 



I do this* In a sense they’re handicapping 
themselves I and if***he is so unrealistic 
in waiting for this miracle to come thunder-- 
ing down on his heady you’ve got to make 
them more realistic* In some cases the only 
way you’re going to get any place is to tell 
them, throw them into depression - o*k* - 
but they’ve got to pull out of that, they’ve 
got to build on it* 

An apparent contradiction presents itself when we juxtapose 
this belief in the motivating force of reality with what was pre- 
viously said about the motivating force of hope* The 'ends are 
the same - motivation and rehabilitation progress - but there is 
a difference in beliefs about what means will be best to attain 
them* In one case it was believed that hope maintains interest 
in therapy, but here it is stated that hope will lead to ”waiting 
for a miracle” and not working sufficiently hard at therapies* 

The specific conditions, under which one or the other effect will 
occur, needs further Inquiry* 

The next category is similar to the last, except that a nec- 
essary link in the chain is seen to be a special kind of psycho- 
logical adjustment to one’s disability, ”acceptan'ce” of the dis- 
ability** A psychologist holds a particular belief or theory 
about the relationship between denial, or non-acceptance of the 
disability, and psychological energy: 

Denial and unacceptance Indicate unwilling- 
ness to accept the reality of the situation* 

Once the patient has begun to show signs of 
accepting the reality of his new body image, 
then is released, usually; in the psycho- 
logical energy to participate more fully in 
rehabilitation* As long as he continues to 
deny the existence of disability, he is 
really sapping ego-strength or psychological 
energy in working overtime trying to repress 
this or suppress this* And because he is sapr 
ping all that energy*** he doesn’t have any 
left to deal with anything else - problem 
solving, participating intensively in the 
program, and so on*' So once this problem of 
denial is worked through, you will always see 
progress, most always anyway**. And this is 
why acceptance of the disability in the 
physical medicine setting is of crucial 
importance, 

*See Chapter on acceptance of loss .’’Adjustment to Mis- 

fortune” (3), 



Denial is frequently mentioned in the literature as a self- 
protective device and might, therefore, be added to the list 
given at the beginning of this chapter. However, there is a 
question about the meaning of denial. How complete can it be? 

Is it more than postponement of a consideration of the implica- 
tions of the disability? Is it different from what we will 
later discuss - a ’’charade^, where the patient knows and the 
professional knows he knows, but this is not admitted? Is it 
different from a clinging to a remnant of hope for the long- 
run future? For the present, we will not attempt to answer 
these questions, but simply note that denial is used as an 
equivalent of hot facing reality. It is seen as a hindrance to 
rehabilitation, wl^ile its presumed opposite, acceptance of the 
disability, is seen as leading to rehabilitation progress. 

Our understanding of the relationship between acceptance 
of loss and the critical situation under consideration, will be 
furthered by what was said by a patient who was decidedly a- 
typical. He was a paraplegic whose injury had been sustained 
several years before; and he accounts for many of the pro- 
reality entries on Table VIII, since he made use of almost 
every one of the categories. Facing reality to this patient 
(who we will Identify as W.S.) means: ^ 

Accepting things as they are, Instead of 
wishing for them to be what you would like 
for them to be. 

The relationship between acceptance and the question of hope 
versus reality, was illustrated in the following interchange be- 
tween Mr. W.S. and another patient during a group therapy session:* 

W.S. : A lot of handicapped people look so hard 

to the fact of becoming normal that they 
forget about the fact that it^s possible 
you won*t. And when they do realize the 
fact that they can’t be normal and they 
won’t restore their health and strength 
as they were before, they can’t accept the 
fact of being disabled or handicapped... 

C.X. : I keep saying I’m going to be just like 



*The other patient was not a subject of the present study; 
he was also a paraplegic and is designated in the excerpt as 
C.X. The therapist kindly made this recorded group therapy 
session available to the investigator. 
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I was before* •• My mom used to tell me, 
where there is a will there ir; a way* 

W.S. : That’s right** *but it don’t mean the way 

you think of*** If you keep looking at 
. it that you’re going to be perfect, when 

the time comes that you have to look at 

the other side, you can’t* 

% 

C.X. : If I just say> "Well alright I’m crippled," 

and I’m going to accept the fact then**«I 
don’t do anything to improve myself*.. 

W.S. : It don’t mean you can improve to the extent 

that it would be normal again* Everybody’s 
got a limit* 

C.X*; A doctor told me three months ago, "I don’t 
^ think you will ever walk again,*! and they 
■ .*■ never made no preparation or notj^ing to 
help lie walk* And I got to thinking, "Well 
^ I’m not'lfoing to lay down there and be crip- 
pled. all my life* I’m going to walk, or I 
figure life isn’t worth living." (Describes 
how even before coming to this hospital he * 
‘ taught himself to wali^ 

f.S. : That goes to show you doctors don’t know 

everything* There. are some limitations 
even. to doctors*** I don’t say to nobody 
to accept the fact... of saying you won’t be 
. . able to do this and that, and you’ve got 
enough Courage to try yourself**. I don’t 
care how much will power, how much belief, 

• • and how much hope you got, you can’t go 

beyond your limits. You’ve got a limita- 
. . tion* .But sometimes you have to go a little 
hlglier and push a little harder to get to 

your limitations;.* 

• 0 • • 

C.X. : I’m'not going to face it (yet) because I 

feel I can do more* 

W. S. ; I don’t expect you to face it now*** You’ve 
got to hope that you can do better and you’ve 
got good potentials* When you realize that 
there is no more, then you should be able to 
realize, to face it and accept it..* (Other- 
wise you) don’t appreciate what you have 
achieved. 



I 

r 
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This excerpt is particularly valuable because it leads us 
to a consideration of the specific content of hopes about the 
future, i.e., what it is that is hoped for. If the hope is for 
achieving complete return to normality, or **per feet ion**, this is 
unrealistic for paraplegics. It will interfere with rehabilita- 
tion progress since motivation may suffer when, in Mr, W,S,*s 
words, **you don’t appreciate what you have achieved**. On the 
other hand, if the hope is that eventur.ily one will reach his 
maximum potential, this should facilitate /ehabiXitation, It 
should make one **push a little harder to get to your limits**. 

But we should note that even this patient qualifies his pro- 
reality viewpoint to this extent: the experts are not omniscient 

about where the exact limits will be, and so postponement in ac- 
cepting their predictions may be justified. 

We shall find it very important for our final recommenda- 
tions to stress content of hope - is it to progress from bed to 
wheelchair, or to walking with a cane; is it to be able to brush 
one’s own hair, or to be Independent with respect to toileting? 
Hopes can range from expecting to achieve complete normalcy all 
the way down, to this very modest hope: 

(Even) if it’s not going to heal me completely 
well.,. I just keep on hoping... a day of relief 
from pain is something too. Or a minute. Anyr- 
tlme at all counts when you are...in deep pain 
almost constantly. ^ 

3. False hope and later suffering 

With this understanding of the range of content of hope, 
we are in a better position to understand the meaning of the next 
category: false hopes are negatively evaluated because of a 

belief that they will, in the long run, lead to greater suffering. 
This belief was one of the most widely held by professionals and 
students: 

’ To hold out false hopes may then produce a 
greater let-down. 

It’s better than for him to build up more 
hopes and then have them really cut off. 

And, there are patients who agree: 

I want to know just what I can expect to do 
or not to do. So I don’t hope too much. 

(subject weeping)... It would be an awful 
let-down to find out that you had hoped for 
more than you can possibly get. 
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The emotional expression accompanying .this statement is not sur— 
prlsing« There is distress and conflict when patients are aware 
that, whichever course is followed may be painful* Facing reality 
is painful, but so is the later discovery that one’s hopes were 

false* 

There are specific conditions under which even false hopes 
should be encouraged, as a psychiatrist explained: 

For a very tenuously integrated person, it 
may be necessary for him to have a false hope 
and even to engage in a game where the patient 
knows*** the doctor knows it, but nobody says 
so. (Like a patient, who only admits she has 
cancer to the night nurse*) At cock’s crow - 
morning routine, the old charade is picked up 
again* Ho mention is made of that which was 
revealed at three in the morning* So with 
certain patients here (in the rehabilitation 
hospital)* 1- they were confronted with the 
stark reality of the hopelessness of their 
situation they might give up, they might go 
to bed, develop bed sores and die* They would 
develop a profound melancholia because the 
situation is overwhelming and they cannot 
manipulate their personal situations toward 
any agreeable end* Operating on a myth, they 
might function* 

We shall have more to say on the subject of false hopes in 
the section concerned with recommendations*- There we shall see 
that what one judges to be a false hope will depend upon whether 
one is speaking of a probable or a possible outcome and whether 
one is speaking of the immediate or the distant future* 

4* False hopes and the dignity of the patient 

piiXse hopes have also been mentioned in connection with 
another category of reasons having to do with the dignity of the 
patient* Sometimes the hopes which a well-intentioned profes- 
sional attempts to convey are so patently false that they are 
taken by the client as an insult to his intelligence* To tell 
aging patients in nursing homes that "tomorrow it will be better, 
is an affront to the patient’s dignity, according to this nurse: 

(They) are becoming childish but have had an 
adult experience and it would be part of treating 
them as adults**. to say to them, "Well, you 
know it is due to the aging process, we will 
make you as comfortable as we can but we 



obviously cannot make you better**. I think 
they would respect us for it, and they would 
feel that they were being respected. •• If 
you keep saying, **Well, tomorrow it will be 
better**, they get a little of the attitude - 
why should I believe anything you say, and 
you* re going to be with these people a long 
time... Basically the people that are old 
now were raised with a stricter moral code 
... The personal dignity (that comes with) 
somebody treating me as an individual, that 
feels I am able to accept integrity, and that 
I still have enough mentality left to realize 
the situation, would be well worth the risk. 

5. Protection of professional credibility 

An additional reason on the pro-reality side of the issue is 
also to be found in the above excerpt, namely, truth is a protec- 
tion of the credibility of the professional. A student O.T. feels 
that this is an important consideration: 

I wouldn*t like to have somebody come back 
to me and be terribly mad at me because I 
told them they*d get something back, and 
they wouldn*t. It*s more of a personal de- 
fense for me... That goes against the 
whole profession, too. They won*t have 
faith in anybody. 

The medical student quoted below denies that this is his reason 
for advocating reality. The excerpt is included because we learn 
something of what is communicated to students by those who are 
teaching: 



I*ve seen some doctors who take the approach 
that the honest policy is best... (one said) 
that he will not do anything without the com- 
plete facts being before the patient regard- 
less of how dreary the future may appear. •• 

He feels« this saves him the trouble later of 
having to go through an explanation and hav- 
ing the patient say, **Why didn’t you tell me?** 
... I think there is a real necessity of good 
methods of telling a patient, or some sort of 
good rules on what to do... I would prefer to 
tell the patient the truth, not for the fact 
of telling him the truth so that I don’t have 
it on my conscience that I’m not being square 
with the patient. But rather because I think 
the sooner one faces reality, quite often 
the easier it is. 
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This quotation also«*lllustrates what we said at the beginning of 
this section, that*^uth” was seldom seen by our subjects as a 
••reason" in and of itself. Though truth is usually considered a 
fundamental value, the closest any of this group came to invoking 
this value was the nurse who said that older people were raised 
with a stricter: moral code and want integrity in their dealings 
with professionals. 

6. Reality as a limitation of anxiety 

The next two categories were seldbm referred to. They are 
Interesting in connection with the belief, used as a reason for a 
hopeful approach, that patients will not accept negative prog- 
noses. The first of these two categories (Category 6 of Table 
VIII) , suggests that patients may not only accept, but may 
exaggerate the possibility of a negative outcome. Realistic in— 
formation would then lessen anxiety. 

When they get terribly fearful and maybe 
expand on the actual facts, we’re able to 
bring the person back to some realistic 
frame of reference... We put a floor 
under the anxieties. 

Undoubtedly, both types of patient reactions can occur; It should 
be noted, moreover, that this is another instance in which real- 
istic information is not incompatible with hope. On the contrary, 
the realistic approac¥7“in this instance, is a means of changing 
the outlook for the future to one which is more positive . A 
physical therapist illustrates this: 

It’s having them face what they’re up against, 
as gently as possible. Always giving them 
these little taps toward reality - toward 
what is in store for them, toward what thvey 
can do. They’ll say, "I can’t walk", not, 

'•’T^’can get around in a wheel-chair and maybe, 
go back and forth to work and still support 
my family." The cannots just flood their 
minds before the positive. So your role is 
to teach them the positive - what they can do. ^ 

7. Defense mechanisms protect client sufficiently 

The use of category 7 indicates that the subject subscribes 
to the belief that patients won’t accept negative prognoses; but 
here the belief is used as a reason for a quite different sort of 
recommendation. Whereas, before it was used as a reason f6r not 
imposing reality upon a patient ("What’s the use of confronta- 
tions when they are ineffective?"), here, the same sort of belie:^ 



(**He will rationalize anyway**) , is used to explain that stressing 
reality will not hurt: 

I tend to be more on the truthful side because 
I feel, if a person can’t accept it, most of 
them have enough defense mechanism that they 
•••rationalize quite well^** Either a person 
will be able to face it, or they rationalize 
and say they are getting better every day, ; 
whether they are worse or not^ 

It is fortunate that this response is infrequent, , for it 
indicates a lack of caution in dealing with a patient’s defenses. 

$• ’•Practical** considerations 

The last two categories are described as *’practica,l*’con-*- 
slderations in that they deal with how a patient can best handle 
his economic affairs and spend his time^ Only once during the 
current investigation did we encounter a belief which is fre- 
quently heard outside of this setting: that when a condition is 

actually hopeless, a patient may squander resources > money or 
time, in a vain search for a cure, unless he is confronted with 
a decisive statement about the Impossibility of improvement* 

I always felt that giving them false hopes^.. 
made them much more unhappy^ • •wondering whether 
they should go to Billings or to Mayo’s or run 
down to Houston^.\ They dissipate their funds^ 

They dissipate their time and energies, their 
opportunities to be with the ones they care 
about and to do things that they probably 
wanted to have done in their life^ .1 think 
that’s a terrible tragedy when they do that 
to people •.. She’s willing to run aU over^.^ 
and die someplace — God knows where. Whereas 
if she knows the truth she’s going to adjust 
herself and she’s going to manage to make her 
money last out her lifetime. 

This is a complicated matter and should be approached with 
caution. If it is indeed true that patients are unwilling to 
accept negative prognoses, aren’t they likely to engage in 
this ’’running around** anyway, and perhaps even fall into the 
hands of charlatans who will give them some hope? 

The previous reason is by no means limited to cases where a 
terminal Illness is involved. But where there is danger of death 
the physician feels a special responsibility to permit the client 
to set his affairs in order. One professional said: 



The patient should be given the right to maku 
a plan.** I think this is something that 
bothers many patients. It*s their personal 
problems that have been left haphazard* 

And another professional gives examples: 

There irezo certain affairs that she had to 
straighten out as to who she wanted to leave 
money to* There wore certain people that 
she hadn*t seen, that she wanted to see* And 
another woman*** had three small children* 

She might want to make some kind of provision 
for the children* 

The only patient who used this category spoke about other people, 
not himself: 

I would like better npt to know it. I don^t 
have nothlrg to settle. If there are people 
who have a big estate. . .then may be they want 
to know* 

A suggestion regarding how to deal with these practical 
matters is given below. This physician tries to put herself in 
...;'the position of the insider, and compromises. Instead of giving 
**un varnished truth** that will destroy all hope, she takes ad- 
vantage of the fact that even experts are not omniscient: 

I don’t tell people they have cancer, if you’re 
going to ask me that next* I don’t do it*. In 
my experience, most people are not able to ac- 
cept the final dlagk;Csls* I’m not* I know I’m 
not. I don’t want to hear it. And I go on the 
general principal that I’m a pretty average, 
normal person, and if I feel that way, most 
people do* Kow men, upstanding, independent, 
heads of families. ..have to know, and generally 
say that they want to know, and I think triple 
twice about these people; I don’t think about 
other people at all. I just don’t final 

diagnosis to other people* Ifut that typei^of 
person I think a long time about, and I ease up 
on it, and I compromise by saying, **Yes you did 
have a malignancy, but we got it all out and 
you’ve got just as good a chance as the next 
guy. But of course, we’re not prophets and you 
have to make your arrangements*” That’s the 
wjay I would do it. 
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Manner of Communicating Information 



In many Instances, it was difficult to decide whether the 
subject, in general, favored a realistic or hopeful approach* 
Sometimes this was because he stressed, instead of either of the&«>, 
manner of communicating information about what can be expected in 
tne future Even when one side or the other of the issue was 
favored, the question of how it is done was still deemed important* 
Students often expressed a wish to know **some good rules** about 
how to **break the news*** 

The subjects who gave recommendations on this subject em- 
phasized: (1) timing, (2) knowledge of the Individual patient, 

(3) avoidance of **confrontations** and blunt statements, (4) the 
kind of help that professionals and other patients can give to 
one in the process of integrating realistic information* 

Client subjects' stressed the first two of these,* Their 
references to timing recall what we referred to as>the postpone- 
ment defense : 



.(Optimism at first is justified) to get over 
that first hump* 

I would say you would have to evaluate the 
perspn^s emotional condition* •• because usually 
when they come into something like this the 
change is so great that you^re not accustomed 
to it, and you* re all emotionally worked up* 



Students also stressed these two kinds of recommendations: 
timing, which the word **gradually** connotes, and **knowing your 
patient*** 



A psychiatrist tells why there is a need for caution: to 

err on the side of going slowly can merely waste time, to err on 
the other side can be catastrophic: 



general the topic of how to communicate information was 
not a concern of client subjects* There were a total of 6 client 
statements on this matter as opposed to 26 from professionals and 
30 from students* 



Tou have to know a lot about the patient* 
About his reactions to things.** I think 

told gradually*** There are 
that things should be said; 
(not) walk in when they are depressed* 
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Tou can make a mistake, and with certain 
patients you may go too cautiously and waste 
a lot of time. With other patients you 
might falsely assume that he has a good deal 
of flexible ego strength to tolerate a blunt * 
confrontation. • • This may simply be a mask, 
and you may wonder why the patient has sud- 
denly gone downhill, has become depressed. 

A second caution is given by the same informant: **knowlng 

your patient** is something more than Just taking at face value 
his statement that **he can take it**: 



You can’t accept their point of view because 
they may be denying to themselves their ca- 
pacity for severe depressive reaction. Now 
one is very careful, there are certain in- 
dividuals who say, **Look tell me, what’s 
going on with me?** And they can handle it. 

Others who, in their neurotic need to assert 
their strength, (say) **I need to know all**.*. 

And when you do tell them these things, they 
collapse like a aouse of cards... . Gauge the 
patient’s defei^ses, ability really to take bad 
news. And do not be seduced by that kind of 
**I am brave, doc, and I can take it.**... And 
again it requires intuitive Judgment on the 
part of the physician. Intuition really is 
a manifestation of a great deal of experience 
and gaining from mistakes. 

Students and professionals, in the hospital which was the 
setting of the study, are exposed to a philosophy of ''avoiding 
confrontation". At a staff conf3rence, a medical student asked 
how to give a poor prognosis to a patient, and the answer was: 

The best way is not to approach it. Elsewhere 
you may have seen a sadistic physician who said, 
"You’ve had it", or a dishonestly optimistic one 
who said, "This will go away in six months". 

Patients seldom ask directly; they really don’t 
want to confirm what they suspect. If they 
should, the physician should be as optimis- 
tically honest as he can. Emphasize the thera- 
peutic program, not that there will be no return 
neurologlcally. Most of what people learn they 
pick up Indlreecly. In time one doesn’t need to 
confront anybody. 

In our conceptual terms, a structurization of reality will 
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gradually emerge without the necessity for the professional 
having to intervene and attempt to change the sign which the 
patient sees as characterizing his future « 

A physiatrist described how this comes about: 

I think the environment plays a very important 
role 9 and some of the activities that we have 
here , such as our group psychotherapy program. ; . 

The therapeutic program itself is a way of 
determining for the patient what he can expect... 

He has these temporary splint devices, or he is 
put on the parallel bars and he is given instruc- 
tion on how to begin to learn to walk. Isn’t 
this so much a better way for him to learn what 
his muscles can do than if the doctor sits down 
and tells him about it?... They learn by all 
of the things that are going on around them. They 
learn from their peers who have similar problems, 
who have not had return of function. They learn 
from the therapist who gives them instruction. 

They learn from the doctor in his rounds. With- 
out direct confrontation techniques. It’s not 
what is said, necessarily,, that is important., 

It is what is implied and what is unsaid. And 
people learn from this too.- 

Some portions of this process were enlargedi.upon by ai psy- 
chologist - for instance the part played by other patients: 

In group psychotherapy. . . the technique in- 
volved is really understanding that a patient 
will accept statements from another that he 
will never accept from professional staff... 

Because he knows, that they have gone through 
the same thing. . . And I feel more like ac- 
cepting what they tell me and more comfortable 
about coming out with my fears about this than 
I would with some stranger or some guy with a 
white coat on. 

Information Giving and Inter-professional Relationships 

While questions concerning inter-professional relationships 
were outside of the scope of the present study, one question in 
this area is closely related to the present topic of concern. 
Professional subjects frequently raised the question, **Who should 
tell? Who should give the patient the information about his con- 
dition and expectations?’* And the usual answer was that the 
doctor should. Or it was stated that whatever information is 
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given t a patient by members of other professions must depend, 
upon what he was told by his doctor: 

You have to really coincide with what, /^he doctor 
said. I feel you do. You have to be togethei^ 
on this. 

One subject stated that the position of the therapist is that of 
**low man on the totem pole** and, therefore, he should not use his 
own judgment about whether or not to give information. This is 
what para-medical personnel are taught But although they are 
correct in saying that **it is the docti^i^*s role to tell**, it 
would be incorrect to assume that the q^testion of hope versus 
reality is not a concern ol other professionals. 

One student made this insightful statement: 

Some patients will come to an occupational 
therapist. . .because they don*t really know 
whether they want an answer. If they really 
wanted an answer, they would go to the doctor. 

So they want to be reinforced, or they want 
to seek it just to feel they have sought. 

But they don*t really want Ifo know the answer, 
because they are afraid of the answer. 

In other words, they give lip-service to the value, **know ledge**, 
but their real need is to protect themselves against change of 
sign. A psychiatrist commented on this last statement: 

They are protecting their denial of the hope- 
lessness of their situation... **After all, 
it wasn*t the doctor who told me,*::. So they 
continue to play the charade during the 
waking hours. At three o’clock in the morn- 
ing when their defenses are down and they’re 
sleepless with anxiety, when they have de- 
veloped a close relationship. *. (as with a) 
private duty nurse, (then they ask). They, 
get it from the underling whose Information 
they can then disallow.” 

And, so, willy-nilly, all professionals dealing with the 
disabled, may be placed in a position where they will have to 
have some kind of answer for their patients’ request for infor- 
mation about their condition and their future. They may be able 
to evade direct questions about diagnosis and prognosis, but in 
whatever they say (or fail to say) attitudes are conveyed. The 
understanding of the above reasons in favor of hope and reality 
and the cautions here given, will not only help to reduce pos- 
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slble difficulties in the client-professional relationship, they 
may even avert graver consequences. 

Preliminary Recommendations 

Some suggestions derived from the analysis of the critical 
situation of whether to foster a hopeful or a realistic approach 
to the matter of giving a patient information about his medical 
condition and prospects, will be pertinent to future investiga- 
tion as well as to future teaching. The first is that posing the 
issue simply as hope versus reality is not correct. Some sub- 
jects refused to accept the dichotomy; 

But then there is a hope reality too. 

You can’t pull them apart. In facing 
reality you get a different sort of hope. 

Their refusal helped the investigator to the conclusion, that in 
dealing with this issue, a great deal of specification is required; 

(a) As to content of hopes - e.g. is improvement of ambu- 
lation by means of aV^stive devices meant, or return to ”normal**? 
Much of what our professional subjects said indicated an attempt 
to change the content of patient’s hopes to that which might be 
realized; 

You give them some goal to work toward... 

A patient, even from a wheel-chair and with 
Just one arm, can do a lot of things in the 
kitchen. 

(b) As to time- perspective - for the immediate future 
reality may be stressed because of the tasks Just ahead; for the 
long run, hopes of eventual new discoveries may be encouraged* 

A social work student was speaking of a child who probably 
would always need braces; 

He thinks that one of these days he’s going 
to throw those braces out the window and walk 
all by himself. And for a child, I think it 
is very hard to say, ”No, you’re going to be 
in those things for life, and there’s nothing 
you can do about it”. I don’t think that kids 
should have that much hope taken away from 
them. And who knows, in some of these cases 
it might be possible with medical discoveries. 

What he has to face is the ’’here and now”.** 

His adjustment right now is getting into a 
special school, using the braces, getting 
around and not Just sitting like a bump on a 
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log and doing nothing with his life. . . The 
present reality you have to face that. But 
that doesn’t necessarily remove the hope that 
maybe some day things will be better. 

(c) As to whether the hopes are passive , (^waiting for 
miracles**), or accompanied by active striving to reach the limits 
Imposed by disability. 

(d) As to whether expectations about the future. are being 
discussed in terms of probabilities or possibilities . Dembo (2) 
has asserted that professionals are guided, in their expectations, 
by probability of outcome and clients by what is pr- “^ible. The 
tendency for professionals to stress probable outcome, was seen 
also in the present study. The interviewer had asked: 

If there were, let’s say, a 10% possibility 
of recovery of function, but 90% of not re- 
covering, would you stress the 90%, or would 
you stress the 10%? 

And the subject answered: 

I think I would probably tend to stress the 
90%, mentioning but not really encouraging 
the 10%. Youi mention that there is a pos- 
sibility, that it very seldom happens, that 
it might happen to you Just as it might to 
any one of a thousand other people, but that 
you should learn to live with the 90% before 
you start looking for the 10%. 

Patient emphasis on what is merely a possibility is seen in this 
excerpt : 

I feel that there is a possibility that 
things could turn out for the better... 

I felt that I knew a miracle man would 
pull me through that. This miracle man 
was God.*. Everyone must put forth effort 
to do the things called impossible, and 
there’s the possibility that even the im- 
possible can be done... We used to read 
about Buck Rogers flying around in rockets 
in outer space. . . And this thing that 
appeared to be impossible is an actual 
reality now... 

Management of a case depends upon the professional gauging 
probabilities accurately. Also, as we have seen, a professional 
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may feel that his reputation for veracity may suffer if he permits 
♦♦false hopes” to exist. What the professional must be aware of 
is, that what is seen as a false hope, in the context of a dis- 
cussion of probable outcome, may not be false when possibilities 
are being considered. The profestliional must also be made more ^ 
aware of how potent the Question of^ possibility is for the patient* 

With these specifications much of the conflict in the area of 
hope and reality disappears. It is seen that there is such a 
thing as realistic hope: hope that some measure of improvement 

is possible in the long-run with an active rehabilitation program. 
There is "no doubt that a patient’s motivation and his whole at- 
titude will be materially affected by seeing at least some pos- 
sibility of significant improvement in the future. And the pro- 
fessional can safely ally himself with the possibilities that the 
patient sees as existing in the long run. He can take advantage 
of the fact that no expert is omniscient about future discoveries, 
and then can stress the fact that an active striving rather than 
a passive ♦♦waiting for miracles^^ is the best bet for reaching 
these long-term goals. 

Our second set of recommendations consist of endorsements of 
what our subjects have said about the professional going slowly 
in approaching the topic of what the prospects for improvement 
may be. 

(a) ♦♦Going slowly^*, in and of itself, will help to avoid 
one source of difficulty in professional— client relationships. 

The client is less apt to see the behavior of the professional 



*A 1931 investigation of ♦♦Anger^^ by Dembo (1), suggested 
the following hypothesis: The more potent the issue for the 

person concerned, the less evidence he will require to reach 
a judgment regarding the possibility of an event occurring. 

Another interesting hypothesis is this: The more remote 

the future that is being weighed, the less is the real evidence 
on which to base expectations, therefore, the more likely is 
the shift of focus from probability to possibility. 



- 59 - 



o 

ERIC 



as insensitive**. 

(b) **Going slowly**, will make it more likely that there has 
been sufficient time for the patient to get **over the first hump**. 
During this time he may find it very difficult to sustain the 
additional suffering that negative expectations would bring. 

(c) Time is required also to **get to know your patient**, to 
gauge how he has me tr stress before, to learn what those defenses 
are which we are warned against battering down, to determine 
whether the situation is such that even false hopes are necessary. 

(d) And finally, time is important for the process of re- 
structurlzatlon. The best way of changing content of hopes is 

by the patient’s gradually becoming familiar with the rehabilita- 
tion program. By learning about the assistive devices which 
exist, by seeing how other patients with similar disabilities are 
progressing, by admitting fears to those peers with whom he is at 
ease, the patient himself, may come to feel that further post- 
ponement of accepting the Implications of his disability, is not 
the best mode of adjusting to it. And thuu, the professional is 
not required to confront the client with evidence to make him 
more realistic. 

Summary 

In approaching questions centering about hope and reality, 
clients focus on the immediate painfulness of reality, the pain- 
ful consequences of loss of hope, and the pain of later dis- 
covery that one’s hopes were false. Suffering is their chief 
concern and alleviation of suffering a great need. In the main, 
their preference is for hope because of the comfort it brings, 
and because motivation requires seeing some possibility of 
improvement. 

Far more than do patients, professionals see benefits in 



’^There were few complaints on this score from patients in 
this rehabilitation hospital setting, perhaps because of the 
philosophy to which the professionals at this institution have 
been exposed. But elsewhere the situation may not be the same. 
During a meeting of the Easter Seal Society in 1965, a parent 
described indefensible behavior. After the parents had trav- 
eled a long distance to get an opinion from a noted specialist, 
and after a lengthy wait, the child was examined. Then the 
parents were called in for two minutes. In these two minutes, 
they were given a name for the condition, told that it was hope- 
less, and dismissed. (See also Dembo, **Sensitivity of one Person 
to Another**, 2.) 



reality. Some even seem intolerant of patients* hopes, because 
they believe that hope can lead to ’’waiting for a miracle** 
rather than working sufficiently hard at therapies. Other 
professionals are aware of the risks inyolved in attempts to 
change a hopeful outlook. 

Hope, in general, is seen as attributing a positive sign 
to expectations about the future. The particular content of 
hope and the time perspective involved should be specified. 

It should be made clear whether it is active or passive hope 
that is meant, and whether possible or probable outcomes are 
under discussion. 

Two meanings of **a realistic approach** are distinguished 
and designated as **changing the sign** and **structurization . 

It is the opinion of the investigator that when the patient s 
view of the future is characterized by a positive sign, he will 
be adversely affected by attempts to change this to a negative 
one. Structurization, on the other hand, involves clarifica- 
tion of what a patient has to work with and information about 
the means available for producing improvement. It encompasses 
all that information which is most acceptable and least likely 
to hurt because nothing is explicitly said about a negative 
outcome. 

The injunction to go slowly in approaching the matter of 
giving information to patients about their medical condition 
and prospects of improvement, also receives the endorsement of 
the investigator. Time is necessary to gauge the ability of 
the patient to handle information, and time often makes con- 
frontation unnecessary. 
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CHAPTER IV 



Independence and Dependence 



Independence is a value which professionals and clients 
share. Not only does our culture, in general, reward indepen- 
dence, but also the particular setting, the rehabilitation hos- 
pital, is devoted to the restoration of physical Independence, 

The questions in this area which originated with the subjects 
were, therefore, not about the relative merits of independence 
and dependence. Instead, their spontaneous references to the 
topic were based on the assumption that the advantages of in- 
dependence are self-evident. For example, this professional 
began the interview with a discussion of how family attitudes 
may interfere with achieving independence: 

I’ve observed that the patient’s family can 
very often interfere with the rehabilitation 
process. Family attitudes, ,, are very often 
tho antithesis of what we’re trying to ,do 
here. They coddle the patient and cater to 
them, , , We are trying to get the patient to 
do as much for himself as possible, and on 
their visits they undo everything we try to do. 

Usually, only when the experimenter would pose it as a critical 
situation and ask whether independence should always be stressed, 
would the subject qualify, or enumerate conditions under whltih 
dependence is permissible, or mention some aspect of dependence 
which is positive. 

There is, then, little use in tabulating over-jill pref- 
erence for one of the two alternatives. All sixty subjects dis- 
cussed the issue. Of these, only two exhibited a pj^ference for 
the dependency side of the issue. This was on the overt level. 
Unacknowledged dependency needs is another story to which we will 
return. The two subjects who diverged from the pattern were 
women patients 'aged 48 and 52, Both had worked outside of the 
home until they suffered a stroke. One had suffered only a 
mild stroke and has recovered most functions. She said: 

They wanted me to be more Independent, and I 
was forced to be. Maybe it’s good but I don’t 
know, I think that especially in the early 
stages you have to feel that you have somebody 
to depend on,,, I believe in help when it’s 
convenient, ,, but for Instance, my husband 
doesn’t. He thinks I overdo it. 



ERIC 



- 62 - 



The second woman is still considerably incapacitated: 

When the nurses come in the morning and start 
putting (the brace) on, I don’t say, "No, let 
me do It myself." I’m only too glad to have 
them do it... I have tried... on weekends... 
and I usually have to end up with my husband 
helping me... A woman enjoys having someone 
wait on her more^.. I have a daughter. . .and 
I think this irritates her a little bit, be- 
cause I depend ao much on my husband; but my 
husband and I have a very good relationship. . • 

I have worked an awful lot since I’ve been 
married. And he’s always helped me with my 
housework. 

There is good reason to believe, from what professionals -ay, 
that a group which is not well represented in our sample, the 
very old, would also accept a dependent role. This, however, 
does not give rise to great difficulties in professional-client 
relationships because their particular needs for dependency are 
so well realized by the prof assionals. The following is a very 
characteristic statement: 

There are a lot of times when you get in 
somebody that’s 88 years old and they’ve 
worked so hard all their life and they’ve 
had two strokes. . .and they would like to 
sit back and let somebody else take care of 
them. My feeling is that they’ve earned it. 

And they really aren’t going to get very far 
an3Tway. And why not just let them enjoy 
what they have left of their old age? 

These, however, are the exceptions - the very old, and among 
our subjects, only two patients who acknowledge that, at least 
in their present circumstances, they“wanFToTe dependent. 

The opposite point of view, about the value of independence, 
is expressed by a stroke patient. He had indicated that he only 
wanted help when it was ’’absolutely necessary.’’: 

And this is the reason why I won’t go home 
before I’m 100% sure I can go at least with 
a stick, but without a chair, and that I can 
do everything. 

And no further reason was seen as necessary to justify independ^r 
ence. When asked about the reason, it was simply: 
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The feeling of independence, I was all my 
life independent - in my business as well 
as in my way of life. 

Similarly^ this patient ffals that independence needs no further 
justification: 

It’s just good. We all like to be independent. . « 

I think it’s just a natural state of mind. I 
think it’s very healthy. That^s why. 

The more articulate professionals are usually more analytical 
about the reasons, but they, too, give indications of the 
strength of the value. This professional, for instance, in 
spite of many qualifications about occasions when dapencence 
is permissible, still felt that: 

Independence is the goal of the human spirit. 

• The tables which follow, then, should be read with this in mind: 
there may be specific conditions under which dependence is per-r 
mitted, or there may be positive aspects about dependence which 
the experimenter could elicit with additional questioning. But 
it seems that dependence, per se, is seldom evaluated positively. 
Since this is so, we can expect that discrepancies between client 
and professional attitudes will be more subtle than the ones we 
have encountered in dealing with previous topics. 

Reasons for Positive Evaluation of Independence 

Table IX summarizes the reasons for positive evaluation of 
Independence. 



i. Reasons related to space of free movement 

The first cluster of reasons for independence have been 
grouped under the heading ’’Space of free movement.”* The most 
obvious fact about disability is that physical goals are less 
easily accessible. The most obvious fact about rehabilitation 
is that.it is designed to promote increase in the accessibility 
of these goals - to Increase the space of free movement. In- 
creasing the space of free movement of patients has these 
assets: The sheer convenience of being able to reach desired 



*Thls term, derived from topological psychology, was found 
very useful in the context of disability in a previous study re 
pointed by Ladleu, Hanfmann and Dembo (9) . The present study 
coii^Hrms a number of its findings. 
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Tabie IX 



..Reasons for. Positive Rvalnatlon of Independence 



A- Jf ' - 




Category 



Protes- Stu- • 
Clients . s Iona Is dents Total 



1. Space of free movement: 



‘.a. For' convenience; goals 
become accessible. 
(Expressions of appre- 
^ : . elation by ^patients for 
knowledge imparted and 
assistive devices.) 


• * f 

4 . 

“ ' * ' * * » 

6 


/ t. .. » ' '• 

1 


A:-- 


6 


, be Satisfaction of self- 
determination. 


‘v * * 

2 ■’ 


r >:>;y 


KW". 


8 


c. For security; reduces 
fear of emergencies; 
won’t always have Someone 
around. 


8 


'i'lO'i -jU/, 

. _ ^ _ 


r:.:}7 d 

•• 3 ■ 


16 


Tdtal space of free movement 


20 


9 


10 


39 


2.'^^eellhfifs and ego-needS of 
client: 










a. For morale; feeling of 
accomplishment, etc. 


5 


6 


10 


21 


b. For status; dependency is 
degrading; **reaction form- 
ation against feeling no 
good. ** 


10 


9 


11 


30 


c. For privacy (especially in 
personal hygiene). 


2 


4 


2 


8 


Total ego-needs 


17 


19 


23 


59 



Table IX (continued) 





Number of 
category. 


subjects using each 


Category 


Clients 


Profes- 

sionals 


Stu- 

dents 


Total 


3. Consideration^f the larger 
unit : 










a. Keeds of others Infringed; 
burden on the family. 


7 


7 


6 


20 


b. Consequences of lack of 
Independence for place- 
ment; leads to nursing 
home. 


1 


7 


2 


10 


c. The demands of society; 
••getting off the welfare 
rolls^^. 


1 


5 


1 


7 


d. Status and role of 
bread winner. 


3 


3 


1 


7 


Total reasons emphasizing 
larger unit. 


12 


22 


10 


44 


Total pro- independence reasons 


49 


50 


43 


142 
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goals without having to wait for another; the satisfaction of 
self-determination - of coming and going as you please; and the 
security of knowing that one can handle emergencies that may 
arise* 

All of these are primarily matters of agreement rather than 
of difficulty in professional-client relationships. Indeed the 
convenience of having physical goals made more accessible is 
frequently a cause of expressions of gratitude on the part of 
patients. They appreciate the knowledge which professionals 
have imparted to them^ and the assistive devices they have been 
acquainted with: 

They’re doing their part all around... now 
I’m progressing and they’re teaching me dif- 
ferent things... They have some wonderful 
things... a kind of sticking material and 
they put that on and it looks like your 
dress is completely buttoned... When you 
go along and see how you are doings then it 
changes your whole attitude* Because I 
never thought that I could stand between 
those bars and walk. 

The concept of space of free movement is somewhat broader 
when particular physical goals are less emphasized than general 
self-determination: A nurse says: 

Especially for a younger person I think we 
should strive for as much independence as 
possible. And to get this person back on 
the road and out into society where the pa- 
tient can be their own boss again so to 
speak, and do for themselves, come and go 
as they please. 

And a social service student: 

Try to help him feel as much in control of 
his life as possible. If he can be helped 
to do little things even, for himself - 
dressing himself, bathing - even for a 
housewife to learn some cooking she can do, 
say if she only has one hand that’s usable. 

I think this is a big step for them to get 
back to a level close to what they were 
before. 

Another aspect of the space of free movement cluster, an 
important reason for learning to do whatever one can do alone. 
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is anxiety about the prospect that at some time a ^ J 

goal may be at stake and there will be no one around to whom 
disabled person can turn for help. A professional says: 



The thing you have to recognize here is that 
the individual isn’t always going to be with 
you. There is no human situation in which 
you* are totally with another person all the 
time, so that you have to learn to do things 
on your own. 

This ’’security” aspect of space of free movement is especially 
potent for a patient who is severely handicapped: 



You have to learn to try to do all you can 
for yourself... Because there isn’t always 
someone around that can do this for you.. • • 
There’s always certain things that stick in 
your mind when you’re helpless - the 
fire, the fear of being trapped, and the fear 
of falling. And if you don’t learn 
balanc.e yourself, help yourself through doors, 
etc. , that helps to make the fear worse* 



This category seemed to be more emphasized by 

professioSalL An important consideration here, one to, which we 
will return when we consider the questions of safety $ 

l^ ihil- The value losses suffered by the disabled ^y make 
kel elpec“!ly sensitive to the possibility of additio^l 
losses, and the necessity for protecting those which remain. 

This then, is one cluster of meanings which 
has, where the emphasis is on reaching .physical 
conienience and security of the patient is stressed Whether 
the differences between clients and professionals in ^^®J^® ^ 

of use of these categories are significant has not " 

mined.* It would seem that even if they are ^® 

nificant, this need not portend anything about ^ttficultie^ in 
professional-client relationships. Nevertheless, there 
lome clues to possible difficulties to which we must ^® ^lert. 
Further analysis may throw additional light on these matters. 

First, heavy stress on independence might, in itself. 



*See Chapter I for the reasons why determination of 

significance of differences in the pilot-study data was not 
judged to be appropriate. 
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cause some problems. For example, there was more than one pa- 
tient who said: 

I don’t want to leave here until I’m com- 
pletely independent. 

Unfortunately, in *p®gsi^f^®then^*ttot when 

tion. 

^o^;^^Seftf:her?^de^;denc^ Si?h "^^®\*®tSKoader^^^ 

is focused upon, ^®^^“®4*'sSys“‘*"S^lf-suff iciency cannot be 

rfurel “?ihr^uisel-* 

Third, in discussing '?taf^‘’"aSlishing 

ThlJ^y^u rm^ 

movement. Professionals, on the other hand, axe very 
about the possibility of regression: 

Unless something is reinforced continually 
it’s very easy to forget. 

And thus it was that some professionals ^ 

^StSurt..!. h.= b... a tbt“^ 

practice at every opportuni y. difference in emphasis 

2. Reasons related to feelings and ego-needs of the 
client 

The second cluster of reasons *”ee??nranS"ego!nledrSf 
LTtLS1Iice*seifXteJ:iiIti^^ or when fears of further 



^Quoted by Eustace (4) 
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value losses are implied , but these are not the primary con- 
sideration. 

The first two sub-categories under the general heading are 
not always easy to distinguish. The distinction lies in what 
separates these two statements: ”life is more worthwhile” and 

”you are a more worthwhile person.*^ The first emphasizes the 
happiness and morale of the client and the second emphasizes 
his status and has overtones of devaluation of the dependent. 

In the first sub-category we would include such statements 
as these from professionals: 

It’s important to feel that you are independent 
••• It*s good for your ego, it^s good for 
your morale, and it makes you feel marvelous. 

He becomes. . .much less happy or satisfied 1 
would think. 

And from a patient: 

Actually they ^ re depriving themselves of the 
pleasures of living... It*s more of a thrill... 
to know that you have done these things on your 
own rather than let someone else do them. I ' 
feel that you will enjoy them more. 

Other statements used in this connection were that independence 
leads to a ”feeling of well-being”, ”a feeling of accomplish- 
ment”, ”feeling confident and optimistic”; or that it is 
’’gratifying”. ”one is happy when productive”, and "life is more 
tolerable.” 

This begins to shade off into the status category when 
words like ’’self-esteem”, ’’self-image”, and ”pride” are used; 
by the professional: 

Some people need to be independent to support 
their ego. ..it certainly helps the person to 
improve their Image. 

by a student: 

I think in the long run, when they do achieve 
certain degrees of Independence, they’re much 
more grateful, because they can: maintain much 
more self-esteem and they can maintain their 
individuality much more. 
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by a patient: 



It makes me feel prouder of myself if I 
can do it. 

The word ♦•pride’* has a strong status component in this 
quotation from an amputee: 

(I.: What’s bad about dependence?) 

S: Well it sort of takes down a little bit 

on the pride. That’S what my definition 
would be. It touches on pride. Whereas 
you could before, why, you can’t now. I’ll 
give you an example. My wife is working 
now, see... I want her to stay home. It’s 
my pride. I have to accept it because I 
understand it’s got to be done, and I 
don’t have no grudge against her or anything 
like that. 

Whereas the previous statements were couched in a positive way, 
in this, the negative and self-devaluative feelings are prpotent 
tho comparison of pre-illness and post-illness self is empha- 
sized, and there is even a hint (although he disowns it) that 
it is possible to feel a •’grudge** against the one upon whom you 
are dependent. 

Even when a patient exhibits no self-devaluative feelings, 
he is aware that others may pity him (which connotes devaluation) 
^nd so he is eager to demonstrate his independence. As this 
paraplegic says: 

Most people that are well and not handicapped 
have a tendency to have pity and sympathy for 
them... I would do without before I would 
accept (help) out of sympathy or pity... 

Somebody comes along and says •’can I give 
you a push**, I say •’no thanks I can manage, 

I got two good hands.** 

Many professionals are well aware of the patient’s concern about 
status and his need to demonstrate independence: 

I think I’d probably expect my patient to 
get along with less help than I would... 

Mostly because it’s important for them to 
prove it to themselves as well as to 
others... 



We would not expect overt expressions of devaluation in 
professionals working in this area, but occasionally they give 
indication of having such feelings: 

(Accepting help when you don’t need it), it 
would seem like it would be personally de- 
grading, even though the person would try 
to get away with it. 

The student nurse quoted below was speaking in the context of 
what it means to the patient, but it is by no means clear that 
she does not share the attitude: 

(I: Now why is it so important that people 

be independent? What does it mean to the 
person?) 

S: Well, that they’re a worth-while person; 

they can function on their own. They’re 
mature. When you think of somebody that 
needs help, you think of a baby or somebody 
that’s old and senile. And you say, "Oh 
that person is gone almost back to childhood." 

They have to be diapered and fed and everything 
like that. I think that’s kind of an insult for 
somebody to constantly have to have help. And 
I think that’s one of the functions of rehabili- 
tation, to get them back. 

The status aspect and devaluative attitudes are most often 
encountered in connection with two particular problems. One 
concerns personal hygiene; the other, the traditional male role 
as bread-winner. The former is the subject of the next cate- 
goryi th© lattsr will b© discuss©d in conn©ction with th© d©niands 

of society. 

The feelings of shame connected with toileting from child- 
hood on, the cultural requirement of privacy in matters of 
personal hygiene, lead to special vulnerability when one is, not 
independent in this area. There is a difference, however, in 
the way that professionals and patients approach this problem. 
Patients may mention their embarrassment: 

There are a few things that are absolutely 
necessary that you feel embarrassed that 
you have to accept help on some of those 
things. For instance, taking a (dental) 
plate out of your mouth...! can’t get my 
arms up that high. ..and using toilet 
paper... I’ve tried and tried and I can’t 
do it and I’ve had to do without. 
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Or they simply dislike the iatrusion of another person* Any 
handling of the body may be seen as an invasion of privacy* 

This was the reason for negatively evaluating dependency which 
was encountered in the record of a paraplegic man: 

To keep from being handled; I really hate 
to be handled* I don’t know, it just 
irritates me* 

Professionals did not stress the desire of the patient for 
privacy^ but rather the status aspect* It was seen as a question 
of self-respect: 

- Independence in personal hygiene and things 
like that are important for self-respect* 

It’s very hard to feel self-respect when you 
need somebody else to help you do your toilet- 
ing or do your washing or dressing* I think 
that’s the sort of thing that people would 
rather do for themselves most often* 

The following professional considers the desire to learn to 
achieve the goal of self-care in personal hygiene, a criterion 
of normality: 

When you find one who doesn’t seem interested 
in learning that, I think there’s quite a bit 
wrong with them, more than physically wrong 
with them* 

This is not necessarily a devaluation of those who have not the 
capacity to achieve this goal* Many, who are not professionals, 
are not so tolerant. So this ability might determine whether a 
family will be willing to accept the handicapped member at home 
or will send him to an institution: 

If a patient can be independent in his 
personal, needs a family who might not 
otherwise be willing* • .will then be able 
to take them home*** They can be around, 
then^ without being such a tremendous 
burden on their family that they^re noV; 
longer welcome* ^ 

We shall return to the question of "being a burden". At this 
point we only wish to point out that there is a special quality 
about dealing with the bodily functions of an adult, that is dif- 
ferent from the matter-of-fact way we approach the same functions 
in an infant* And it is different from the way other "burdens". 



like transferring or feeding, are approached - that is, in terms 
of energy required or time consumed* 

With respect to this cluster of reasons for the evaluation 
of independence, then, we can conclude that patients and profes- 
sionals agree that independence is important for what it means 
to the morale of the patient - he*s happier when he is produc- 
tlve ; that dependence may lead to feelings of self-devaluation 
or to devaluation by others; and that it is especially important 
to be independent in matters of personal hygiene where privacy 
is desired. In spite of the similarities in viewpoints about 
these reasons for the desirability of independence, difficulties 
in the relationship between professional and client still may 
arise. The professional must be careful not to betray any sign 
of devaluation of the dependent. The patient is well aware 
that devaluation exists and he may even devaluate himself. He 
is sensitive to indications of such attitudes. 

The following, of course, is simply indefensible behavior 
on the part of a professional. The incident occurred in another 
institution, but was recounted by one of our patient subjects: 

The most horrifying thing about this stroke 
was that my bowels and bladder were affected... 
the nurse came in with her little old bed pan. • • 
but nothing happened. Later, I turned on the 
light again. . . I waited and waited and 
finally the inevitable happened. •• In the 
morning, when the nurses came in, one of 
them said, "Disgusting”. Well, I was dis- 
! gusted and embarrassed and very uncomfort- 

able. I said, "I had the light on and 
nobody answered." She said, "No, you 
didn't". I was just crushed to think she 
could possibly think I would rather dirty 
the bed than to use the bed pan. 

3, Reasons involving consideration of a larger unit - 
the family and society 

It has been noted, with regard tcj other critical situations 
that professionals tend to take larger units into account when 
making evaluations than patients do. !!lometimes these are units 
of time - the professionals give more weight to long-run consid- 
erations and feel that clients may neglect these in favor of 
more Immediate concerns. But these units may also refer to 
persons. This last group of reasons reflects the fact that 
otheTsHjeside the patient have an interest in his independence. 

First, members of the patient's family may be adversely 



affected by the burden imposed on them* Much of what we shall 
have to say here could have been included under the heading 
**fe<?jiings of the client*** But since the two sides of the issue^ 
the feeling of being a burden and the feeling of being burdened, 
are so closely bound together, they were not separated* 

In the first two excerpts quoted below, the emphasis is on 
the needs of those around the disabled person* A patient 
explained : 



I have very nice neighbors, and they will 
do anything for me* And I don’t want them 
to think that just because of their kind- 
ness I want to take advantage and be calling 
on them all the time, so I will only call on 
them when I really need it* *4 I feel that 
they’ve got .their own things to do* Some of 
them work or they have got to go out for 
other reasons and I would only be taking 
their time* 

This is different in emotional tone from the statement of a 

professional: 

It’s hard on the people that have to take 
care of the person, and it’s hard on the 
person^ •* people don’t want to have other 
people take care of them and the people 
that are doing it don’t want to* Bven 
c though it’s their job* And, well, then you 
can get into financially, how bad it can be 
for a family, or emotionally* If everyone 
is going to concentrate their efforts - if 
four are needed to take care of one, then 
other people are hurt in this area too, 
because then they don’t get the attention . 
that they might need* 

' strain on both partners is described by this student; 

People might become very upset when they have 
to do for - like a relative, a wife who had 
to constantly care for her husband, even 
though she might be as loving and want to do 
it all the time, she’ll still go through 
phases where she’s discouraged* You know 
I have to do this , I have to do that , and 
it might become a task like cleaning house* 

Well, I clean my house, and then I bathe 
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my husband. • .and he might begin to feel like 
an instrument rather than a person, because 
' these procedures become very automatic. . . 

And his feelings, he probably couldn’t ex- 
press them quite as readily, because of the 
fact he knows that he’s dependent on his 
wife. And so he has to kind of repress 
these and keep them to himself. Because 
after all he might feel he owes quite a bit 
to his wife for what she’s doing. 

She feels over-worked, he feels depersonalized, and the relation- 
ship between them is strained by his feeling that gratitude re- 
quires that he not express any negative feelings toward her. 

The patient, quoted below, worries that it may be a sense of 
obligation, rather than really wanting to, which underlies the 
help of another, and that devaluative feelings may be concealed 
under a smiling exterior: 

You’re always wondering in your mind how 
they really take it, by you asking them 
all the time. Even though they give you a 
grin, this don’t mean anything. They can 
grin but they can still have a sneer under 
that grin, and this sneer is what I would 
be fighting... There are a lot of times 
you do something because you’re asked, not 
because you want to do it. 

We expected that the differences between professional and 
client attitudes with respect to independence might be more 
subtle than those we have seen in the topics previously examined. 
And the aspect we are considering now, illustrates this. We found 
quotations to illustrate that professionals are aware of the 
feelings of disabled persons about ’’being a burden”, and others 
showing that patients are concerned about the needs of the one 
who is burdened. Yet, there remains a suspicion that differences 
do exist between the two approaches, that, as this social service 
worker puts it, the position of the professional requires. that 
he take into consideration his responsibility to the larger 
unit the patient and his family and the community: 

When the family is going to be that dis- 
rupted by having an elderly person in the 
home, when the whole home is going to have 
to change its patterns and revolve around 
this elderly person, I think then you’ve 
got to consider which is^ better - changing 
your whole life pattern or modifying it a 
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little bit by placing this relative in a 
nursing home where his needs will be met. 

You can visit but you will not have the added 
stress of looking after the physical and 
emotional needs. And some of the elderly 
people can be very hard to live with and it 
puts a tremendous strain on the family. •• 

I feel I should be developing a broader outlook 
than just plain rehabilitation because this 
Involves family and community functioning as 
well as the individual^. 

The question of alternative recommendations about placement 
for the handicapped is a topic in itself, and not all facets 
will be explored here. But it is essentially connected with 
the question of Independence. If one is not able to reach a 
given level of independence, one is threatened with being 
relegated to a nursing home, an outcome which is considered 
very undesirable. Professionals fairly often answer in this 
way, the question **What is there about dependence which is 
bad?** 

Very often families have a problem in terms 
of having someone around the disabled , in- 
dividual to take care of him and if they 
can^t provide someone in the home continu- 
ously, that would very often] mean that the 
patient would have to be put in a nursing 
or convalescent home, , which very often 
isn’t the ideal answer. 

Only one patient Invoked this reason, but the intensity of ex- 
pression is worth noting: 

When a person can’t walk up and down stairs 
anymore, and you have to have somebody help 
you, and they’re not around, where is your 
independence?... I live with a brother that 
can’t do anything for me. Nothing. And 
I’ve been in a nursing home... You feel as 
though all the people in the world are sick. 

So, what are we living for? 

We will not, at this time, go into the many additional values 
; which will be lost by nursing home placement. Certainly there 
will be additional limitations on space of free movement in 
this event. 

There is one particular problem in connection with these 
matters which should be called to the attention of professional 
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personnel* Sometimes the threat (though it was not called 
that) of nursing home placement is used as a motivating device, 
to encourage independence: 

A lot of times we can even use that as a 
motivational factor. We say, ”You want to 
go home, but do you really think your 
daughter is going to be able to do all of 
the things for you that you say she can?” 

Even in the absence of intensive study of the placement problem, 
one can see that there are possible dangers in such an approach. 
These anxieties of the patient, are very potent ones, and .cannot 
be lightly approached. What tfj. success is not attained? Will 
the patient feel then that his -placement outside of the home is 
a punishment? The consequences may be much worse and more 
permanent than difficulties in the professional-client relation- 
ship, they may even be disruption of the patient-family rela- 
tionship. 

The next category was one for which we have no clear 
examples from patients. But professionals do speak of the 
largest unit and say that our culture demands independence of 

US : 



Independence is rewarded in our society in 
general* 

We carry on our worship of certain puritan 
values. ** that have made this country. . .and 
we have merely introduced them into the field 
of rehabilitation medicine, and we continue 
to say that it is highly valuable for a 
handicapped person to become as healthy and 
as .wise as he can by striving for the virtues 
of independent functioning. Other societies 
are much more lenient and people can be less 
healthy* and more dependent... We believe in 
reinforcing the values of self-sufficiency. 

And we have equated dignity with the ability 
to earn a buck. 

Society’s interest in this^ matter is clear. To the extent that 
the handicapped are not independent, there is a danger that they 
will become charges upon the rest of us. It is no accident that 
public interest in rehabilitation of the handicapped began as an 
interest in vocational rehiabilitAtion, since this meant 
them off the welfare “rolls”. The next step was to upgrade the 
patient sufficiently in activities of daily living so that 
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another member of the family vas freed from the necessity of 
having to stay home and care for him. Then that person is able 
to earn the living for the family: 

If it*s a man, for instance, and he has 
small children, even if he takes over the 
home-making role so the wife can go out 
and work, that^s independence in one sense. 

It perhaps can keep the family off the 
welfare rolls. 

Closely related to this category is one which emphasizes the 
status aspect of the traditional male role of breadwinner. We 
have already quoted a patient who felt that it injured his pride 
to have his wife working. And a student says : 

Independence for them would mean accomplish- 
ment, which is necessary for any human being, 
and success, and being able to maintain their 
former roles such as a man going back to being 
a breadwinner. 

We have noted that the ability to earn a living is one of the 
two problems most often leading to devaluation of the client. 
Professionals are not Immune to the tendency to identify what 
oneself strongly values with standards which everyone ought 
to meet.* There is an indication of such an attitude In a nurse 
who contrasts her own history of having worked since she was a 
youngster with the history of her patients: 

Some of them never worked in their life... 

How are you going to get them motivated to 
work now?.. I understand our main goal is 
to get this person back out into society as a 
useful individual. And, well, first of all 
it kind of amazes me to see so many people 
that don’t work and never have worked, be- 
cause I have worked since 1 was a youngster. .. 

Well, what we hear on the floor - ovor-hear 
most of the time because they usually don’t 
tell us... this individual has no desire to 
work... If you were raised on ADC you don’t 



*See ”Adjustment to Misfortune”, (3), for a discussion of 
’’ought standards” and ”asset- values”. The latter are considered 
to be an asset when they exist, but are not^required in order 
that a person be j udged worth-while . 
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have anybody to look up to that went out 
everyday and made a buck and brought it 
home and is proud of the fact that he worked 
for his money. Now hcwr do you explain this 
(to your aides). •• it upsets all of us. 



And a social worker noted that: 

Our doctors. . .we pretty much know what their 
values are...th3y are work-oriented people. 

Many of them have struggled hard to get 
through school. And to have a person say 
don’t think I want to go to work”, would 
immediately bring out some hostility. ♦♦ 
which he would then impart to the team. 

”We’ve got an unmotivated lazy person on ^ 
our hands who doesn’t want to go to work. 

Sometimes, it is a lack of acquaintance with classes other than 
his own which interferes with a professional’s appreciation o 
the patient’s position. A social worker recounts an incident: 

This man had painted houses on the outside 
and was just at a loss as to how he could 
translate this into something which would 
meet the limitations set by his cardiac 
condition. So the doctor said, ’’You know, 

I would organize a business, and I would 
get some people to work for me. And I 
could get on the phone and call... and ar- 
range jobs”. And so I said, ”Well isn’t 
that wonderful I You know, you’re a doctor... 
and you have an I.Q. of so and so. That’s 
wonderful, but this guy, after all”... 

So many doctors have practiced in very 
limited settings... We’re not dealing with 
people who have been exposed to our way of 
life... They can’t even begin to vaguely 
imagine what it would be like. 



What the young professional has to realize is how combinations 
of circumstances may operate. Being disadvantaged with respec 
to race or intelligence or social history to begin with, and 
then to have a physical handicap superimposed, may be too much 

to overcome. 

Reasons for Allowing Dependence 

To See genuinely positive aspects about dependence, is very 
different, psychologically, than to realize that there are cer- 
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tain conditions under which dependence may be allowed, or that 
it is sometimes necessary to yield to dependent patterns. 
Therefore, these two sets of statements from subjects are 
separated. Table X summarizes the reasons for sometimes al- 
lowing dependence. 

1. Given circumstances which are the inverse of 
reasoisfor independence 



It is hardly necessary to document the fact that dependence 
is ”all right"' and should be permitted when the severity of the 
handicap makes it necessary. As professionals say: 



I don’t mean that we should be tyrants and 
insist that people do what they are too sick 
or ill-equipped to do. 



To the patient also, help is acceptable when 

is beyond his capacity, or a particular goal will be otherwise 
inaccessible : 



If I go to any big doings, I have to have 
some help to get into the car... I know 
it’s vital to have somebody near in case 
of wet pavement... If I had to have help, 
that’s different. But when I can do it 
myself, I try first. 



Included in this category, also, are those instances in 
"safety" is stressed. Professionals, especially, noted that it 
is sometimes safer for patients not to try to be too independ- 
ent. These reasons for allowing dependence parallel, and are 
the inverse of reasons for independence. In other words, under 
some circumstances, help from another person adds to space or 
free movement and adds to security. 



Similarly, the next category is little more than a miscel- 
laneous collection of instances which are the inverse of various 
other reasons given in favor of independence. For example, 1 
was stated that dependence is all right if pity (i.e., status) 
is ruled out. Or help is acceptable when there is no question 

of being a burden. 



(When) you yourself know that you are trying 
very hard, but as long as someone is nearby 
and you’re not putting them out of their way 
and they are willing. 

One of these "inverse" situations is interesting because i* H 
lustrates that not all of the professionals are so concerned 
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Table X 



Showing circumstances under which dependence may be allowed* 



Category 



Number of subjects using a 
given category* ^ 

Profes- Stu- 

Clients sionals dents Total 



1*^' Circumstances which are the 
inverse of reasons for in- 
dependence : 



degree of disability, or 
for a particular task; for 
safety* 


15 


7 


12 


34 


b*0ther (e*g*, burden ruled 
out) * 


3 


4 


1 


8 


2* Temporarily; in the begin- 
ning stages. 


4 


2 


3 


9 


3* Given certain patient 
characteristics : 










a* Old age 


0 


7 


6 


13 


b* Dependent life-style 


1 


11 


8 


20 



Total ^dependence permissible’ 



23 



31 



30 



84 
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about regression that they insist on every possible opportunity 
being taken to practice what has been learned, 

sional, for example, feels that when the necessity for learning 
is not a factor, when the task is one that has been already 
mastered, the difficulty and the amount of energy required can be 
taken into account: 



Once, they get along, and if... they know what 
they’re able to do and it’s difficult for 
them... I see nothing wrong in asking for 
help just for the effort saved, because they 
have to consider their energy , too. 



2 . Temporarily; in the beginning stages 

The next category emphasized the temporariness of the situa- 
tion. Dependence is permissible in the beginning 2 

to build up confidence, to guard against failure. A student O.T. 

suggests: 



He might need a lot of support and encourage- 
ment in the process of learning. . .not pushing 
too fast or too hard. ..and we don’t want to 
give him too many failures... build up his 
confidence. 



The initial period of hospitalization is indeed a touchy 
one Many complaints of the patients about difficulties in 
their relations with professionals on the issue of independence 
arose in this initial period. According to this patient. 



I’ts just a phase of your illness when ”0h 
I’m so ill somebody has to help me”. That s 
the way you feel when you just are coming 
out of that... But then you go along and 
see how you are doing, then it changes your 
whole attitude.* 



*part of the difficulty in the past was a lack of orienta- 
tion. Orientation is a separate topic, but because of the im- 
plications for independence, it deserves mention. 

A patient spoke of the difficulty of the transition from a 
general hospital to a rehabilitation hospital: 

In the General Hospital..,! took life easy and 
enjoyed it and became quite spoiled. The day 




83 - 



I 



^(footnote continued from previous page) 

of reckoning camoi though, when I was trans- 
ferred to the new hospital* Their philosophy 
was that the more you did yourself, the f»ter 
you’d recuperate. I agree now , bux there were 
times the first week or so that I would have 
walked out of there if I could only have got 
my bum legs to cooperate. 

And a nurse was also much concerned about this: 



A patient who has never been in here has 
absolutely no understanding of this place. 
Thex' whys and wherefores. And this is the 
reason why, in the beginning they think of 
us as some kind of monster. Because we in- 
sist that they do this. A patient who’s got 
two good hands, why can’t she pull that dress 
over her head. The reason why is because she 
came from the other hospital and they were 
dressing her completely... And this has to 
be explained in the beginning over and over 
and over again... ’’This is a rehabilitation 
hospital, we are not here to wait on you hand 
and foot; we are here to help you help your- 
self and the only way we can do this is in- 
sist that you do it. So, you don’t do it so 
good the first time, the next time you might 
do it a little better...” 



Patients are not the only ones who lack knowledge about 
rehabilitation and therefore need orientation. The 
quoted above mentioned that families do not understand e 
pital’s purpose and ”feel cheated” because 

is given. And the quotation on the first page of this chapter 
referred to the fact that families sometimes undo thao has been 
done by the rehabilitation team, by ’’coddling” the patient when 

he is at home. 



It was felt that an orientation booklet could reduce dif- 
ficulties in professional-client relationships by narrowing he 
eap between what the patient may expect, because of his concep- 
tion of a hospital as a place which gives Mximum care and 
service, and what will actually happen in the rehabilttati n 
program. Such a booklet was recently introduced at Schwab 
Hos^tal, and it will be important to follow up, 
is achieved thereby, and the extent to which it will have to be 
supplemented by personal oommunication. 
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3. Age and life-style 

The remaining conditions which determine the permissibility 
of dependence have to do with certain patient characteristics, 
age and life-style. These categories were virtually unused by 
patients. 

We have remarked upon age as a determinant in the opening 
pages of this chapter. Statements from professionals about 
this as a condition modifying recommendations, were so much 
alike, that one almost came to expect a certain sequence of 
phrases: **not cramming it down the throats” of ”little old 

ladies” or ”someone who has worked hard all his life” and is 
Conn tent to sit back and be waited on”. It is easy to agree 
with the professionals^ feeling that these persons ”have earned 
the right” and ”if that^s what they want, why not let them enjoy 
the years they have left”. But the very frequency of repetition 
brought up certain questions for which there are not entirely 
satisfactory answers: Can this sometimes be an excuse for the 

professional's avoidance of cases where success does not seem 
likely? And should one ”cram it down the throats” of the 
young? We shall return to the first of these questions when 
we address ourselves, in Chapter V, to questions concerning 
admission policy, the ”elite” patient versus the ”hopeless” 
case. We shall attempt to deal with the second later in this, 
chapter, when we consider ”how much to- push” toward independ- 
ence. . Part of the answer is given in the next category. 

The category dealing with the ”life-style” of the individual' 
i.s evidence that there is something besides age which should be 
taken into account in deciding which individuals should be 
pushed toward independence. As a student nurse said: 

She refused to do just about everything, 
because she said, ”Well I'm going to have 
help with this... I never did that”. For 
a person like that... she's had all this 
help before. So why make her do it now? 

A professional who emphasized the "life-style” qualification 
showed how failure to take this into account can lead to great 

difficulties between professionals and clients: 

% 

There are some human beings who have never 
been independent. . .who have arranged their 
life-style and their life relationships so 
that they have either remained dependent on 
parents or on some family member.. and when 
these die out they haver.arranged to continue 
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their dependent role by f inding. . .some 
welfare structure to continue their 
needs... How, if such individuals lose a 
leg. ..or become arthritic. . .we find them 
as very dependent characters. Tou must 
consider this a part of their normal style 
of living. And we can push all that we 
want, they will resist as hard as they 
can... We can get involved in. ..mutual 
hostility and get nowhere. In some in- 
dividuals, then, we yield to their de- 
pendent patterns. 



What one strongly feels about this whole group of **permissible 
kinds of dependence is the reluctance of the professional to 
depart from the accepted values, as in this statement that one 
can’t force independence; 



He feels that he is disabled and that he can t 
work and he is unfailing to work. So we get 
into this kind of thing, where we can make 
recommendations, but we can’t force the 
horse to drink. You can just bring him to 
the water. 



And thus it is that they try to limit dependence to conditions 
under which it is strictly necessary, or for temporary periods, 
or in the case of some individuals, yield to -^he depenuent 
pattern. Only with the references to the aged is this negative 

feeling absent. 



Positive Aspects of Dependence 

The positive aspects of dependence are shown in Table XI. 
These were seldom given spontaneously. When positive aspects 
were elicited, it was seen that patients stressed the first 
three categories, all of which recall Chapter II, on Involve- 
ment”, in that warmth and interest are emphasized. Professionals 
tended to stress the last two categories. 

1. Dependence and warmth 



Even without intensive probing some patients would mention 
the connotations in the dependency relationship of warmth and 
regard and interest. It indicates that someone cares, and 
shares your difficulties. A woman who had admitted her depend- 
ency needs explains; 



You have to feel that you have somebody to 
depend on. This woman. ..she needs more 



Table XI 



Showing positive aspects of Independence* 





Number 


of subjects using 


a 




given category 










Profes- 


Stu- 




Category 


Clients 


sionals 


dents 


Total 


1* Means warmth, regard, in- 








9 


teres t, **someone cares”* 


4 


1 


4 


2* For immediate needs, ”on 










bad days”* 


4 


1 


0 


5 


3* To protect close relation- 








:.(io 


ships; ”for their sakes”* 


4 


2 


4 


(Acceptance of Interviewer ♦s 
suggestion*) 


(2) 


(3) 


(2) 


(7) 


4* Avoiding rigidity; accept- 






6 


12 


ance of handicap* 


1 


5 


(Acceptance of Interviewer’s 
suggestion.) 


- 


(6) 


(2) 


(8) 


5* Reasons which broaden the 










concept; ”no man is an 
island”. 


2 


5 


4 


11 


Total positive aspects 


17 


23 


22 


62 
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love, warmth and affection, caring* And to 
a certain extent we all need that, especially 
women... I think it gives you a lift to re- 
ceive help. 

Even the man patient who we quoted previously as not wanting his 
wife to work, added: 

I*m proud that she is doing what she is doing 
for me. It shows me that she cares. It^s 
just the two of us now, and we* re really 
together to share it either way. 

One of the few professionals who spoke spontaneously of the 
positive aspects of dependence was a student nurse, who added 
to her statements about the virtues of independence: 

Dependence can be a way of showing love 
and acceptance, too, and so you can’t 
look at one without looking at the other. 

2. For immediate needs 

In the next category, the emphasis is on the immediate 
needs which have to be taken into account. Help is welcomed 
**on bad days** or **when you’re depressed”. It differs from a 
previous category emphasizing temporariness because it is ■o't 
just help while learning which is involved; one sometimes needs 
**a lift” even after a task has been learned. It also differs 
in that a definitely positive quality is seen. These are two 
patients speaking: 

There are times when you get depressed... 
and sometimes just a little hand goes a 
long way. ..not every day, but once in a 
while it does make you feel good. 

There are times when you are able to do 
many things, and there are times when you 
can do them but, either because of the 
weather or because that day is just not a 
good day for you. ..you are not able to do 
as much as you did the day before. And 
you ask for help and they tell you, ’’Well 
you can do it yourself”, but you know that 
you can’t do it just then... One little 
push is all they need to keep going. While 
if they are refused that lift or that push 
or that hand, they may not be able to 
continue. 



It is not surprising that only one professional is included 
in this category* We have seen in previous chapters that profes- 
sionals focus on long-run goals* In doing so, they do not ap- 
preciate the client’s immediate need for ”a lift” or do not see 
that this can be considered by clients as an indication that 
”someone cares”* The one professional indicates that taking 
immediate needs into account can even have long-run benefits: 

There are times to indulge that* Even when 
you’re working with a patient for independence*** 

Just telling somebody to rest, or letting them 
do something tb:. they get pleasure from doing, 
rather than cor=‘ antly pushing them, you get a 
much better response in the rest of the hours* 

So you’ve really not wasted time, but rather 
gained a bit* 

3* To protect close relationships 

The third category also is related to the closeness and 
sharing meanings of dependence, but here the emphasis is on the 
feelings of the donor of help* The disabled person will accept 
help ”for the sake of the other”* Several patients alluded to 

this: 

When it’s someone that might feel bad if 
you didn’t accept their help, because they 
figure that you might be thinking that they 
want to help you out of pity or sympathy* 

Just like your rother or parents - now you 
turn down their help*** then they might feel 
bad about it* 

Amongst friends, sometimes they want to do 
a little something for you when you are 
trying real hard to do something and you’re 
frustrated* Sometimes it bothers them be- 
cause they’re watching you trying to do 
it*** Once in a while it’s alright to 
accept a little help that way* 

In early interviews, so few professionals made use of this cate- 
gory that the experimenter adopted the plan of suggesting that 
possibly a too great stress on independence by the handicapped 
might affect close relationships in a negative way* People who 
care for each other want to do things for each other and might 



be hurt by refusal of their offers,* There were indioatlons 
that this viewpoint was accepted. When it was clear froni the 
subject’s remarks that it was accepted (with more than a nod 
or a' very brief remark) | this was indicated on the tables as 
••acceptance of interviewer’s suggestion”. In some cases ^ 
useful additional material was thus elicited, as in the fol- 
lowing excerpt: 

(i; We wondered whether violence was b^ang 
done to close, affectionate relationships, 
in which people are mutually interdependent 
and usually ask for and give help on occasion. 

And whether dependence might have some positive 
aspects in addition to just being allowed. 

Whether in the context of warm, affectionate 
relationships, maybe something would be lost 
if one stressed extreme independence?) 

S: We have to stress with the young people 

that there’s nothing so terrible about de- 
pendency, So you need other people’s help 
now,,, there is a two-way street. To give 
is to receive,,. Naturally, the well person 
who now has a paraplegic son or daughter on 
his hands, will at times be tied down,,, 
frustrated. That doesn’t mean that he 
doesn’t want to continue giving to the loved 
one,,. Say to the patient, ”It would make 
it easier for everybody if you accept the 
dependency that you are now forced into,,. 

Don’t make it harder on other people by 
fighting it. You merely add a tremendous 
load of stress and discomfort, ,, by not 
rolling with the punch. You are constantly 
expecting your family to come forward with 
reassurances and repeated statements that 
you are still part of the family and we 
love you as you are,” 

This particular excerpt is again a transitional case which par- 
takes somewhat of the next category, having to do with avoidance 
of rigidity, 

4P. Avoiding rigidity 



*This, of course, was done at the end of the questioning 
regarding independence, (See Appendix II,) 



The observation that rigid stress on independence might be 
harmful, was. seldom a spontaneous offering of the subjects in 
response to general questions about independence and dependence. 
One instance in which this did occur was in the record of a psy- 
chologist: 



I don^t like to see any characteristic be 
(too) consistent... I suppose the trick of 
the whole trade is to hold independence high 
and recognize when independence can be damag- 
ing, and under those circumstances ask or 
invite the assistance of other people. 

Since this subject had laid great stress on denial when dis- 
cussing other issues, the interviewer asked whether there was a 
connection between great emphasis on independence and accepting 
a handicap. His response was: 

You’re certainly right. It ties in with 
acceptance and denial... What it amounts 
to is getting the patient to perceive 
themselves as they **eally are. 

This category is of course closely related to the category that 
dependence is permissible when it is a matter of necessity, a 
category which patients did use. The distinction is in the 
added element of self-acceptance, which is positively evaluated. 
There were no clear illustrations from patients that it is part 
of a good adjustment to handicap to be willing to accept the 
fact that some degree of dependence is necessary, to be willing 
and able to ask for help when it is required. Professionals 
could be led to consider this aspect: 

(I: Now is there anything good to be said for 

dependence at all?) 

Dependence in the sense that if a patient 
can recognize his limits and can accept them 
and become dependent to the point where he 
has to, certainly. If you think in terms 
of realistic self-appraisal, ye^^ 

An O.T. student explained why extreme stress on independence would 
be undesirable: 

Because I think a person could be hurt if 
they try to make themselves. .. into a piece 
of metal... so hard that it would just make 
a person brittle. 




- 91 - 



5. Reasons which broaden the concept of independence 

Finally, in seeking for something positive which they could 
say about dependence, some subjects found it necessary to broaden 
the concept considerably* They departed from the idea of inde- 
pendence as the ability to accomplish physical tasks alone, 
sometimes falling back on philosophical ideas of the **no man is 

an island** sort. One patient expressed an idea of this sort: 

. •* *¥« 

You don’t say you don’t want to be Ci&pend0.h5ut 
because you’ve got to depend on somebody. • ^ 

You can’t -.ive in this world alone even if 
you’re not handicapped. So don’t get the 
feeling that I don’t need anybody, I can 
make it on my own, because you’re wrong 
there. 

The other Instances are all from professionals: 

We operate in a democratic society. There- 
fore, it is necessary to invite the assis- 
tance of other people. Sometimes, only for 
political reasons, and other times, for the 
actual necessity of getting things done. 

Or students : 

If an individual is so totally independent 
he feels he can function without anyone, 
whether it’s in a rehabilitation unit or in 
the outside world, I don’t think this is 
good, because personally, I feel that people 
need one another even if it’s in small ways. 

And to be totally independent, is like 
living, you know, one man on an island. 

And this isn’t it - any extreme is not good. 

This, then, was the extent to which subjects could see 
positive aspects in dependence. There seems to be a heavy pre- 
ponderance of positive evaluation on the independence side from 
both groups - clients and professionals. But clients seem some- 
what more ready than professionals to see that dependence can 
connote a warm and affectionate relationship, and that momentary 
lapses from strenuous effort to achieve independence may be nec- 
essary **on bad days**j or that **a helping hand** gives one **a 
lift** when he is depressed. The professionals, on the other 
hand, were more likely than; patients to see that extreme stress 
on independence may have implications for adjustment, that it is 
possible to be too rigid, that inability or unwillingness to 
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accept help may mean that one does not **accept** his handicapped 
state. 

Unacknowledged Dependency Needs 

There is one further category which was not included in the 
tables because it is an equivocal one. One might have included 
•as .a reason for independence, that it is positively evaluated as 
a defense against giving in to deep dependency needs . This means , 
of course, that on the deeper level it is dependence and not in- 
dependence which is really desired. 

The evidence for this category, then, is apt to be indirect 
and a matter of reading between the lines. For women, this is 
not so pronounced a problem. Our culture will allow them to 
assume a dependent position. We have seen in the first pages 
of this chapter that there were two women who openly admitted 
their dependency needs. And in the case below there is only a 
thin disguise. This woman had difficulties in co-ordination as 
a result of cerebral anoxia. She had been complaining that, 
because she is ambulatory and her handicap is not immediately 
visible, people expect too much from her, and added: 

Well, of course anything I can do for my- 
self, I do. I want to be as independent 
as possible, but I do find that because I 
am this way, maybe I don’t get the atten- 
tion 1 should get. 

From men patients the closest one can get to evidence on this 
point are statements that there is a temptation to get lazy and 
take advantage of their position: 

It’s just human nature. After awhile, you 
get so you don’t do anything for yourself. 

(You) become more of an invalid than you are. 

Usually they are only willing to state that others , not they, 
give in to this temptation. 

Some people use it as a weapon, and accept 
your pity and sympathy for a way of life. 

Some can wheel a wheel-chair as well as I 
can, but if there is someone else around... 
they would Want them to wheel it, and they 
ride just like a baby. It^s fun for them. 

The other indirect evidence on this point consisted of 



